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This thesis—an ethnography of mothers of children with disabilities in an 
impoverished Siberian village—examines culturally specific constructions of 
disability, gender, and motherhood in post-Soviet Russia.  Employing theories 
of the semiotic self, liminality, and the life course, I meld Anthropology, 
Disability Studies, and post-Soviet area studies to demonstrate that, in the 
context of the Siberian village, the stigma of disability is branded on the mother 
of an impaired child.  In organizing an independent, grassroots school for their 
children, these mothers create an autonomous space, reclaiming social 
personhood and challenging power structures by appropriating rhetoric of the 























Я называла работу «Совсем друrая жизнь: Инвалидность, материнство 
и новая деятельность в деревенской Сибири».  Я описываю  трудности 
матерей имеющих детей-инвалидов в сибирской деревне.  Я сама три недели 
прожила в этой деревне, которую в работе я называю Станция Петрушка 
(это название вымышленное—я не даю настоящее название).  Эта деревня 
находится в Республике Бурятии между озером Байкала на западе и городом 
Улан-Уде на востоке.  Здесь интересно то что эти матери организовали 
школу для своих детей.  Это очень необычная ситуация: в России сегодня мы 
еще видим  что инвалиды живут в детских домах, и вообще не имеют 
возможности учиться, из-за того что школы не проводят программы 
особенно для детей с ограниченными возможностями.  Дело в том что старые 
методы реабилатации – именно в государственных учреждениях например 
интернаты, медикалные лекарства в санитории и.т.д.—не достаточно 
подерживают матерей и не готовят детей жить спокойно, самостоятельно, и 
полезно в обществе.  Кроме этого, кажется русским, что об этом предмете 
лучше не говорить.  Люди на западе, в США, ничего не знают об этом.  
Фактически очень мало описано об этом по-английски.  Но все таки, надо 
отметить что инициатива рефомировать социалную защиту инвалидов в 
России часто возникала на западе. 
Я пишу работу с точки зрения антропологии.  В этом виде 
инвалидность—социалный (и не медицинский) вопрос.  Это значит что для 
меня очень важен смысл общественных символов в языке и фактически в 
значение слов, то есть, семиотики.  Я задалась вопросом—что значит для 
женщин родить больного ребенка?  Как люди относятся к детям-инвалидам и 
их семьям?  Как, в развитии истории, изменились слова которые описывают 
инвалидность по-русски (т.е.—убогий, коляк, юродевые; инвалид (войны, 
труда, с рождении); люди с физическими недостатками, дети с 
ограниченными возможностями, человек с нарушением развитии)? 
Фактически, узнав о диагнозе своих детей эти матери внезапно 
поняли, что они не будут такими матерями каких они видели вокруг.  Одна 
женщина, вспоминая эти страшные дни после того как она узнала о диагнозе 
своего сына (Д.Ц.П.) написала: 
Сейчас, анализируя прошедшие годы, я могу сказать, что прожила совсем 
другую жизнь… Но как же можно молодой женщине, которая мечтала о 
первенце, строила в своих мыслях какие-то планы: как она его растит, что 
ему говорит, как он на нее смотрит, тянет к ней руки, улыбается и все 
остальное, и так и бывает, если ребенок родился здоровым.  Как ей понять 
можно, что ей прeдстоит прожить совсем другую жизнь.  Вот такую, такую 
и такую.  Нет, это невозможно.  Такой модели предстоящей жизни у меня 
не было.  Впереди была темнота.   
 
Я также говорю о неспособности отцов (а все эти женщины матери-
одиночки) и государства создать возможность нормальной жизни для этих 
матерей.  Сначала они часто должны сидеть дома с детьми (из-за того что 
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школи еще не было, и если бабушки нет) и поэтому не имели возможности 
зарабатывать деньги для семьи, и пережили на пенсии детей-инвалидов очень 
бедно.  Но после всех, эти матеры, живуйщие очень далеко от центра, где 
мало социалной защиты сушествует, успели решить свои проблемы.  Чаще 
всего, они формировали женский коллектив и коллективно устроили школу.  
Теперь у матерей есть работа, у детей есть обучение и община, и в деревне 
есть местная организация и развивуающееся гражданское общество. 
 Эта история важна чтобы понимать то, что можно делать в такой 
ситуации—именно, как уличшать услоия жизни для несчетных семьей с 
болезными детьми в деревенской России.  Я верю что мы должны отдать 
ресурсы матерям, из-за того что они сами лучше знают что нужно делать, и 








































To all the women na svete for whom disability remains “a cross to bear,” an 
isolating stigma rather than an impetus for common action.  May you find 
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 It’s funny the things that make an impression on us.  Recently, as I 
reflected on the influences that led me to conduct this project, I was surprised to 
realize just how far back they went.  Beyond four years of high school Russian, 
beyond several years of working with people with disabilities, there is a part of 
myself, rooted in childhood, that is very connected to this project.   
I was seven years old the first time I remember standing up for Justin on 
the playground.  Justin was the weird kid in class.  He picked his nose in public, 
always said the wrong thing, and couldn’t keep his letters straight. We had 
always waited at the bus stop together, comparing backpacks and bouncing with 
childhood energy.   Even though it became clear, day by day, that Justin was the 
uncoolest of the uncool in our ever-so-hip second grade class, I still wanted Justin 
to be a part of things.  One morning recess, I remember the twisted look of fear 
and confusion on Justin’s face as a few of his ‘cool’ classmates ganged up on 
him.  Although I have no recollection of what manner of childhood insults were 
being slung his way, I can remember planting myself between Justin and his 
tormentors on the blacktop, stomping my foot and ardently asserting his rights. 
 That same year, my dad taped a PBS documentary from TV for me to 
watch, fussing with the rabbit-eared antenna to receive a static-free transmission.  
“Seven-year-olds in the Soviet Union” the special was called, and I sat 
transfixed, as children on the other side of the world spoke about growing up to 
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be ballerinas and cosmonauts.  At the time, I had no understanding of the 
momentous scope of events that were unfolding in the Soviet Union during the 
early nineties.  By the time I reached the third grade, the unthinkable had settled 
into truth, and the great Soviet experiment had fizzled forever out of existence.  
The little Soviet Olgas and Kolyas on that tape had become Russians and Kazaks 
and Estonians, and the world that they grew up in was to be one of dysfunction 
and uncertainty, utterly in contrast to the stories of heroic Soviet 
accomplishments that they had built their childhood fantasies on.   
 It’s funny the things that make an impression.  Fourteen years later, an 
ambitious twenty-one year old, I traveled to Russia to study disability. 
*** 
“This will be our new building,” the woman with her lips set tightly in a 
purposeful line told us.  After an overnight train ride, my tired and travel-shocked 
brain was slow to pick up her brisk Siberian Russian.  I found myself standing in 
a field somewhere in Siberia with group of near strangers: three other foreigners 
(my travel companions—two Swiss Germans and a Brit), and our hosts, Sophia 
and Tatyana1, two women I would later come to know well.  I was the youngest of 
this mismatched group by at least fifteen years, and, perhaps, the most lost.  
Standing in front of us on a small embankment was the ruins of a building. Fifteen 
years ago this building had been a functioning detskii sad (a daycare/kindergarten 
for children between the ages of three and six), but the years of neglect had been 
cruel.  The windows were long ago broken, and the bricks lining their sills had 
                                                
1 For a list of informants mentioned in this thesis, please see the table on page 132 
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crumbled.  The floor had been reduced to a dirt foundation littered with garbage, 
broken glass, and crumbled brick, paint and molding.  The roof had blown off, 
making way for grass and birds’ nests. 
It took me a few minutes to understand: the women planned to renovate 
this building – which by any standards of Western building inspection should be 
demolished, a new building built in its place—and turn it into a new workshop 
and community center for disabled adults in the area, including Sophia’s son and 
Tatyana’s daughter.   
I had come to the Siberian settlement of Petrushka Junction on the 
recommendation of Alla Orlova, the academic advisor of my study abroad 
program, because I hoped to learn about the solutions that local families had 
devised to care for their children with disabilities. In the vast expanse of eleven 
times zones that make up the Russian Federation, disability remains a topic that 
lurks in the wings of feeble attempts to reform a society wounded by revolutions 
and sixty-odd years of Soviet rule.  Yet, through acquaintances of these women in 
Irkutsk, we knew that they had managed to build a school for their children with 
special needs, and I was intrigued by this: What were these women seeking to do?  
How did they understand their position in Russian society, and how did they 
understand disability?  By chance, I was able to travel to the village in the 
company of three Westerners who had visited Irkutsk in order to share Waldorf2 
educational philosophies with colleagues in that city, and hearing of Petrushka 
                                                
2 The Waldorf system is an alternative educational philosophy with an international following.  
The Waldorf philosphy attempts to educate the ‘whole child’ and has been applied in numerous 
contexts, including special education settings (“Waldorf Education” Wikipedia).  
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Junction and the Chrysalis school, decided to visit and share their knowledge of 
the Camphill3 model for sustainable and inclusive community living.  
After years of studying Russian language and culture in the classroom, I 
understood one thing above all about Russia that March morning: nothing in 
Russia works.  State structures—whether infrastructure, bureaucracy, or policy—
are all too often misguided, mismanaged, or poorly maintained. From the shabby 
state of over-crowded public transportation in contemporary Russian cities, to the 
historic failures of attempts at collective farming, the history of Russia seems to 
be a history of ‘almosts’, ‘should-haves’, and ‘if onlys’.  Visitors from the West 
are often surprised and confused by the pervasive quality of indigence in Russia, a 
country that, during the closed days of the Soviet Union was considered to be a 
great world power.   
My first visit to Petrushka Junction, a mere two days, ‘worked’ far better 
than it might have.  I was met by the enthusiastic escort of Sophia and Tatyana—
two bundles of Siberian determination—brought to visit the site of the future 
work center, served tea and food, and invited to a staff meeting at the Chrysalis 
school.  Although the children were not present for this meeting, entering the 
space of the school allowed an introduction to the quality of work that goes on 
there. Everything in the school seemed entirely crafted by hand and the will and 
enthusiasm of the people involved—what I later came to think of as the 
                                                
3 The Camphill system is a model of inclusive community living based on a pioneering inclusive 
village community founded in Scotland in 1939.  The model has been applied in various contexts 
around the globe, including one in Russia, which was founded in 1992, and continues to operate 
just outside of Saint Petersburg. More information about this village, Camphill Svetlana, is 
available in Russian and English online, at 
http://www.camphillsvetlana.org/pages/norwegian_village.html 
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“Chrysalis Collective”.  I was shown small classrooms, which, sparse by 
American standards, were still rich with art projects, pictures, and handmade 
crafts.  I was introduced to the staff of Chrysalis, who had gathered with great 
excitement to speak with the foreign guests.  My companions had come to share 
their knowledge of Waldorf education techniques and building sustainable 
communities for adults with disabilities.  I witnessed the urgency and hope with 
which the women (and a conspicuously single man) put forth questions to my 
travel companions.  After sharing a festive meal, we sat in a circle in the largest 
room of the school building, and the Chrysalis collective posed question after 
question to the foreigners about the ways that they had implemented community-
based inclusion and disability support services abroad.  Frustrated with the system 
available to them, these women were searching for an alternative paradigm.  At 
this meeting, I listened, recorded, and asked questions about the situation in 
Petrushka Junction. 
Later, after losing two successive games of chess to Sophia’s 22-year-old 
son, (who cheated with gusto, not to win, but to prolong the game), I found 
myself again on the train.  “Do you think they’ll pull it off?” my companions 
asked each other of the collective’s plan to build the new work center.  “I don’t 
know,” the answer came.  “It’s amazing what they have managed so far… and 
they’ve built it all themselves from nothing.  I hope that they can.”  And we all 
understood that none of us would have known where to start in such a situation.  
The odds stacked against this community — poverty, the stigma of disability, 
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On the Shoulders of the Mothers 
---- 
 
 In 2003, the Pribaikalets, a small newspaper serving the region of Russian 
Siberia surrounding Lake Baikal—a global landmark just north of Mongolia—
carried an article entitled Strength in the Making.  The article begins: 
When an ill child comes into this world, it is a trial for everyone in the 
family.  And, above all, it is a trial of resilience… But here is what is really 
trying—the dads of such little ones give up quickly—some begin to drink, 
some leave the family, and some take their lives. And so, the pain, the grief 
and hardship of all of these happenings, settles on the shoulders of the 
mothers. 
 
The article goes on to introduce the reader to the Petrushka Junction Center for 
Rehabilitation of Disabled Children—a small, unique, school-like facility in a 
whistle stop factory town of about 900 people, situated along the trans-Siberian 
railroad in the province of Buryatia, the most economically destitute region of the 
Russian Federation.  The Center, known to insiders as the Chrysalis School, was 
founded and continues to be staffed by mothers of children with special needs 
from the surrounding community.  This study is the story of these women, 
examined ethnographically, and situated in conversations of disability, gender, 
agency, and post-Soviet life.   
Petrushka Junction is, in comparison to some Siberian regions, not 
particularly isolated, despite its rich natural setting along the Selenga River, not 
far from the wild shores of Lake Baikal.  It is within easy travel distance from the 
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urban and administrative areas of Ulan Ude and Irkutsk [see map, next page]; 
electric trains run on a local circuit between Irkutsk and Ulan Ude twice daily, 
and people often flag down passing drivers, paying them a small fee for the ride to 
Ulan Ude.  However, more so than is the case with more isolated or ethnically 
indigenous villages, the citizens of Petrushka Junction engaged with government 
bureaucracy.  Petrushka Junction is an industrial settlement, a town that formed 
around a factory that, built by the Soviet government in the 1950s, was staffed by 
workers who resettled from other regions.  The Soviet state was very much the 
founder of the community; the residents do not have a history of self-rule (unlike 
historically autonomous indigenous groups, which are often the topic of 
anthropological study in Siberia), and trace their residency in Petrushka Junction 
to decisions related to work and citizenship in the Soviet system.  Therefore, the 
village is very much situated in the context of state power (vlast’) and 
bureaucracy (biurokratiia).   
Policy and practice in Petrushka Junction is shaped by forces that are 
external and often distantly removed: social service policy created in Moscow 
(nine time zones to the west) is applied in the Buryat Autonomous Republic, the 
Prebaikalskii Region, the Selenga district, and finally, in Petrushka Junction [see 
diagram, next page].  Thus, despite the relatively easy access to urban centers, 
Petrushka Junction is a peripheral place, physically and bureaucratically distant 
from policy-making centers.  Long distance telephone access is limited – phone 
calls to Irkutsk often require several attempts, and I was unable to receive 
incoming international phone calls.  Internet access, despite the appearance of 
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several computers in private homes in the village, was, at the time of my study, 
still a mysterious and murky concept to adults in the village, and younger people 
looked forward to studying in Irkutsk or Ulan Ude, rather than toward a time 
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In the West, the birth of a disabled child was long considered “a major 
tragedy that ‘victimizes’ a family” (Turnbull 1993: ix).  Through the 1980s and 
1990s, the rethinking of disability, including passing and enacting the Americans 
with Disabilities Act (1990), orienting Disability as a civil rights issue, the 
development of Disability Studies as a discourse, and the establishment of 
publicly funded research centers (often in conjunction with universities), has 
brought about new perspectives and possibilities for families of children with 
disabilities.  This has not been the case in the Russian Federation.  Where in the 
early 1980s, the research around Soviet attitudes toward disability conducted by 
disability activists from the US found points on which the Soviet Union had more 
malleable policies (Sutton 1980; Dunn and Dunn 1989), today the status of the 
disabled in the US has improved greatly, while it has stagnated in the Russian 
Federation.  In particular, there has been a concerted effort in the United States to 
move from a “problem” view of disability to a mode of thinking that accepts 
individuals with disabilities and considers them to be positive contributors to 
family and society (Turnbull 1993: 1-2). Although debates continue over the place 
of disabled people in society and disabled children in families (Gross 2006; Weil 
2006: 48-53; Zezima 2005), new narratives have emerged that seek to love and 
cherish children who are different, while educational and medical services 
continue to be researched, scrutinized, and re-theorized.  In the Russian 
Federation, social and educational services rank low on the list of a government 
that has long been known for its failure to care for the personal needs of its 
citizens (Feshbach 1993, Pavlov 1986, von Geldern 1995).   
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 Using anthropological understandings of cultural symbols, this study seeks 
to locate disability in a post-Soviet realm. I argue that disability is manifested as a 
stigma and hardship that adheres to the mothers of disabled children, and I 
examine how gender roles and collective coping strategies inform the quest for 
social personhood and processes of claiming agency on a grassroots level.  This 
chapter locates the story of my informants, situates the study methodologically 
and theoretically, and outlines the arguments of further chapters. I address 
disability as a category of difference as it is understood in contemporary Western 
thought, and the manner in which Anthropology dovetails with disability studies.   
 
Locating Petrushka Junction 
I arrived in Petrushka Junction via railroad one evening in May of 2005.  I 
had visited the town briefly two months earlier, and, moved by the will and 
accomplishments of the Chrysalis community, chose to return to conduct the bulk 
of my fieldwork on disability in Russia.  I was able to conduct this research while 
studying abroad with the School for International Training during my junior year 
of my undergraduate studies at Macalester College.  I was met, in the early-
morning foggy darkness, by Sophia, director of the school, mother of 22-year-old 
Vova (who is diagnosed with developmental challenges and a physical affliction 
similar to mild forms of Cerebral Palsy), and my host during my three-week stay.   
The story told here is one that centers around Sophia and about five other 
women who are her closest associates.  None of them are natives of Petrushka 
Junction, but rather, come from various other villages around the region.  Above 
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all, these women are exceptions, doers in a sea of do-nothings.  They do not 
represent the majority of women with disabled in children in Russia, Siberia, or 
even the village of Petrushka Junction.  They are the bearers of “an absolutely 
different life”, and they continue to change the face of their small town. 
Although my Russian language skills, after seven years of classroom study 
bolstered by two months of cultural immersion, were better than ever before, I 
was nervous about my ability to communicate effectively for research purposes.  
However, even if my questions were slow or my language jumbled, I was treated 
with outstanding hospitality and patience.  But, as for many anthropologists, it 
was through ignorance that I was able to stumble into truth.  Participant 
observation allowed me to grow close to my informants and to approach an 
understanding of their perspectives.  After three weeks of sitting—often shyly or 
uselessly—about the school, listening, planting potatoes with the women, 
watching the men rebuild a roof, and tramping across the center of the village 
from apartment to school, grocery shops and back again—I began to look about 
me with comprehension rather than confusion.  Crying in our final interview, one 
of my warmest informants, Tatyana, told me that she could see in my eyes that I 
had come to understand their struggle, and in a way, to be one of them. 
The eagerness of my informants to share their story and learn from visitors 
allowed me to enter into the school community with a warm welcome, and an 
expectation that I would work as much as possible with the children. I hadn’t been 
in the school for two days before I was asked to lead a ceramics lesson, in order to 
free the ceramics teacher to deal with other business.  Of course, this turned out to 
 21 
be less-than-ideal as my time in Petrushka Junction went on, and I realized that 
my time could be most effectively used by interviewing teachers and mothers of 
the kids at Chrysalis.   
I conducted numerous recorded and unrecorded, formal and informal 
interviews with the members of the Chrysalis community.  Some of these 
interviews I transcribed, others I jotted down in note form, and these words along 
with the stories of my experience make up the ethnographic material presented in 
this project.  Some of the most interesting source material was the first-hand 
written material I collected while in Petrushka Junction, including two papers that 
Sophia had written on her experience for seminars that she attended in Irkutsk, 
materials that the staff of Chrysalis has developed for (largely unrealized) 
publicity purposes, and newspaper articles about the center.  I also spoke with the 
local social worker, traveled with a group of the women to the regional 
administrative center through which the school is funded, and was permitted to 
examine school records. 
The names of all of my informants have been changed here; Chrysalis and 
Petrushka Junction are also pseudonyms of my own invention.  However, due to 
the unique nature of this case, the determined sleuth could potentially locate the 
community I am describing; I have attempted to include relevant descriptive 
information without directly indicating specifics.  My informants trusted me with 
information that could be potentially dangerous to them, due to its indication of 
misuse of government funding, and I hope that by not specifying individuals by 
their real names, I keep this information from returning to the individuals 
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themselves.  Interestingly, I think that the fact that information was shared with 
me so freely indicates a sense at Chrysalis that foreigners who visit their school 
are inherently on their side, while government social services and the medical 
apparatus are considered to be adversaries. 
I have used my own translations of Russian texts and the word of my 
informants.  For direct quotations, I have included the original Russian in a 
footnote.  Similarly, throughout the text, I often use the Russian word in the place 
of English when I feel that the connotation of the phrase is complicated or 
misleading in translation; for instance, I often use invalidi in the place of disabled 
people.   
Also, I spent six weeks in Saint Petersburg, during which time I was able 
to use the library at the European University, a small private school with an 
emphasis on social science, which allowed me to gather several Russian language 
texts relating to disability (card catalog searches in Russian introduced me to a 
whole new realm of pain).  Also, I had the opportunity to interview Dmitri 
Chistikov, a disability advocate and scholar of hemophilia issues at GAOORDI, 
an organization for the support of families of children with disabilities in the Saint 
Petersburg region; his insight into the status of disability in Russia, the structure 
of disability policy, and his referral of resources were extraordinarily helpful in 
framing this project.   
My own bias entering this project lies in the very fact that I have 
considered such a subject for research, indicating my partiality to disability rights 
movements and activism.  Having worked as an ally, advocate, tutor and aide both 
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in school and artist communities for people with disabilities in the US, I entered 
the field with considerable preconceived notions of what is entailed in such a 
movement.  However, because I was conscious of my lack of knowledge of 1) a 
Russian vocabulary for discussing disability, and, 2) past and current Russian 
systems of education and social support services beyond a vague notion of top-
down federal politics and under-funding, I entered the field feeling that I had a lot 
to learn in order to begin to understand the Russian reality. 
 
Another Other 
This thesis contributes to conversations of Disability advocacy in non-
Western contexts; to the discourse of Disability Studies, particularly 
conversations around the coping strategies and life course of mothers of children 
with disabilities; and to discourses of gender and empowerment, particularly 
grassroots organizing and rebuilding of civil society in globally situated post-
Soviet spaces.  Here, I lay out key theoretical premises of the work, situating the 
work in existing discourses. I discuss 1) how I deploy a theory of disability that is 
rooted in Disability Studies, 2) how this notion of disability intersects with 
Anthropological discourses, 3) what a study of disability in the post-Soviet sphere 
entails, and, 4) how gender and motherhood become intrinsic to this argument.  







Disability as Culturally Constructed Difference 
 
Disability, as addressed in disability studies, is a socially constructed, 
stigmatizing manifestation of a more objective impairment.  Where impairment is 
observable (i.e. the physical inability to see, hear, walk; the inability to process 
complex thoughts), disability is constructed as an otherizing sign that defines and 
identifies an individual (blind, retarded, etc).  This perspective of disability as 
social construct is known widely as the ‘social model’ of disability. Emma Stone 
writes,  
 
Within a social model framework, disability is redefined as a social 
oppression experienced by people whose bodies and minds are labeled 
as different or impaired.  Society disables people with impairments, 
through negative attitudes, environmental barriers and institutional 
discrimination. The result is that people with perceived impairments 
become disabled people, denied the opportunities and support to take 
up the rights and responsibilities of full citizenship, to follow ordinary 
life course pathways, to enjoy ordinary life chances. (Stone 2001: 52)  
 
The social model of disability is delineated as a point of contrast to what 
disabilities scholars perceive as the normative method of approaching disability, 
the medicalized model.  According to the discourse of disability studies, 
medicalization of disability implies that disability is perceived as a disease that 
must be cured, a problem to be rehabilitated, a lack to be filled. Colin Barnes and 
Geof Mercer write,  
 
Disability is regarded as a ‘personal tragedy’ for those ‘afflicted’.  In 
practical terms, disabled people are treated as ‘passive victims’.  This 
outlook permeates government social policy, upheld by the mistaken 
assumption that people with impairments are ‘helpless’ and unable to 
make decisions about their own lifestyle.  This sense of dependency has 
been promoted, directly and indirectly, by the ‘medical model’ of 
disability.  The medical task is dominated by the search for cures and 
treatments to restore the body to health.  (Barnes and Mercer 1995: 34) 
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Relatedly, activists point to the manner in which medicalization of 
disability obscures the individuals, wherein doctors or specialists see a clinical 
pattern of phenomena, ignoring the human being, the whole person that carries 
both the impairment and the disability stigma through each of their daily social 
interactions.  Thus, a person is labeled handicapped, a cripple; a group of people 
are referred to as the disabled, where more politically consciousness language 
demands that the person come before the disability; thus, we have children with 
disabilities rather than disabled children, or sister with Autism, rather than 
Autistic sister.  This movement to revise English language use is related to the 
ramifications of semiotic meaning, particularly the stigmatizing effect of 
disability labeling.  To this effect, Rogers and Swadener write, “Although humans 
use signs or symbols to represent understandings, in some cases these over-
represent, or over-determine, how an individual is known in the world” (2000: 4).  
That is, the stigma of disability obscures other dimensions of an individual’s 
identity.  
 Simi Linton, a leading scholar of Disability Studies, in 1998 laid out a 
treatise for the future of the discipline.  She too is concerned with structuring an 
academic approach to disability that departs from what she views as the 
normative, out-dated, poorly articulated vernacular meaning of the term.  She sites 
“Stedman’s Medical Dictionary (1976) [which] defines disability as a 
“medicolegal term signifying loss of function and earning power”” (Linton 1998: 
11).  Building a social model of disability allows for impairment and disability to 
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become categories of identity and civil rights, which open possibilities for 
politically driven change.  Linton recalls that: 
The definition of disability  under the Americans with Disabilities Act is 
consistent with the sociopolitical model employed in disability studies.  A 
person is considered to have a disability if he or she  
• Has a physical or mental impairment that substantially limits one or  
more of his  
or her major life activities; 
• Has a record of such an impairment; or 
• Is regarded as having such an impairment. 
The last two parts of this definition acknowledge that even in the absence of a 
substantially limiting impairment, people can be discriminated against.  For 
instance, this may occur because someone has a facial disfigurement or has, or is 
suspected of having, HIV or mental illness.  The ADA recognizes that social 
forces, such as myths and fears regarding disability, function to substantially 
limit opportunity. 
(Linton 1998: 32-33) 
 
Thus, disability is a limiting stigma.  The goal of Disability Studies is to examine 
how this stigma is constructed in a manner that is conducive to dismantling 
inequalities, that is, to reduce the debilitating effects of the disability stigma, 
increasing opportunity and access for individuals living with impairments. 
 
Anthropological Perspectives on Disability 
Anthropology has often been dubbed ‘the study of the other.’  Increasingly 
over the past fifteen years, what historian Catherine Kudlick calls “another other” 
has come into conversations of constructed identity to stand alongside discussions 
of gender, race, class, and sexuality.  As Disability Studies has blossomed, 
scholars in other fields (such as Kudlick) have pointed to the manner in which 
investigations of disability provide an entrance into a broader socio-cultural 
reality.  That is, by investigating who is excluded, we come to understand what is 
constructed as ‘normal’. The French Anthropologist Henri Jacques Stiker 
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contends that when we understand the challenges that face a disabled person, we 
thus understand how otherness has been constructed within a society.   
This project of examining culture from the margins is familiar to 
contemporary Anthropologists.  Keila Diehl writes:  
 
Earlier structuralist efforts in ethnography celebrated and sought to 
decode the systemic unity of cultures and were, therefore, focused on 
the ‘typical’ or the ‘normal,’ while, today, culture making is generally 
understood in terms of a dialectic between creativity and constraints.  
Many anthropologists—as well as literary critics, historians, linguists, 
psychologists, and others—seek to reveal local or in-group taxonomies 
and thought processes by studying marginalized peoples (ethnic 
minorities, migrants, slaves, exiles, illegal aliens, colonials, 
missionaries, prisoners, the mentally ill, and so on).   (Diehl 12) 
 
These individuals, based on their marginality, “have been forced to acknowledge, 
at some level, that culture is constructed rather than ‘natural.’  That is, because 
they feel at odds with the status quo, they are better able to tell us what it is” 
(ibid.).  This outsider position, or pariah (as Linton characterizes the role of the 
disabled individual), is similar to the role played by the mothers who were my 
informants in their cultural setting.  In the third chapter of this thesis, I discuss the 
liminal status that these women take on as fail to occupy legitimate cultural 
tropes, and, critical of a system that does not support them, seek new roles. 
 Notions of liminality (in the tradition of Victor Turner) are particularly 
adept for describing the experience of disability in Anthropological terms.  Stiker 
notes that “Anthropologist Robert Murphy (1987) employs the concept of 
liminality to express the fact that in all societies, disabled persons live in a state of 
social suspension.  They are neither ill nor well, neither dead nor alive, neither 
really excluded nor really included in society” (Stiker 2001:501).  Indeed, 
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Medical Anthropology (although not the approach adopted in this study) has 
utilized the concept of liminality extensively in explaining the experiences of 
populations that share impairment, or chronic and terminal illnesses (see Jackson 
2005).  Because infirmity places an individual outside of typical categories of 
social personhood, for instance, between life and death, or, in the case of severe 
disability, unable to work, he or she remains unexplained by the dogmas of 
culture, and has difficulty integrating into existing social structures.  An 
internalization of this outsiderness may make it difficult for such individuals to 
reconcile a sense of self; Norbert Wiley’s theory of the Semiotic Self (1995, also, 
Stockall 2000) provides an elegant model for the manner in which an individual 
negotiates the narrative of self with culturally constructed identities and roles that 
exist outside of the individual. I employ this model in my discussion of the 
personal journeys of my informants in Chapter Three.   
Therefore, disability, though as yet not a common category of 
investigation in Anthropology is closely aligned with larger disciplinary trends. 
Likewise, Disability Studies, as a discipline, is concerned with gather narratives 
of disability experience and engaging in cross-cultural studies of disability 
(Holzer 1999; Priestly 2001; Barnes and Mercer 1995); Anthropology is 
particularly suited to these needs.  The qualitative methodology of Anthropology 
is conducive to representing the voices of disenfranchised populations, and to 
acting as a cultural broker between the West and other cultural spheres.  However, 
as of yet, the body of literature addressing non-Western constructions of disability 
often moves from first-world theory to third-world reality, skipping over post-
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Russia and Discourses of Disability 
 
According to statistical measurements, the percentage of children with 
disabilities in the Russian Federation was on the rise throughout the 1990s, 
increasing twelve times in twenty years (Kulagina 2004: 85).  Although this 
record of impairment exists, disability differs between cultures: “As typically 
used, the term disability is a linchpin in a complex web of social ideals, 
institutional structures, and government policies” (Linton 1998: 10).  If we seek to 
understand disability in the post-Soviet realm, we must investigate all of these 
aspects of culture.   
Since the collapse of the Soviet Union, significant efforts have been made 
by Western countries to promote liberal democracy and economic policy in the 
former Communist Block, including the Russian Federation.  Will Kymlicka and 
others (2001) have noted the concerted effort to “export” liberal political theory to 
Russia, and, in particular, a disconnect between a theoretical notion of civil rights 
(specifically, in the case of Kylimlicka, ethnic relations) and “liberal pluralism” 
idealized in the West, and the capacity for such ideals to be applied on the ground 
in Russia and Eastern Europe. Likewise,  attempts to apply a Western model of 
disability advocacy and civil reform in the Russian Federation are fettered by 
differing histories that render Western approaches at best marginally compatible.  
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Most significantly, in the US, disability may be addressed as a civil rights issue 
and activists use avenues of legislation to provoke change.  There is no history or 
infrastructure to support such a movement in the former Soviet Union.  
The Constitution does not address directly the issue of discrimination against 
persons with disabilities. Although there are laws prohibiting discrimination, the 
Government did not enforce them. The meager resources that the Government 
devoted to assisting persons with disabilities were provided primarily to veterans 
of World War II and other conflicts.  (US Department of State 2003).   
 
The Mental Disability Advocacy Center (MDAC), an international non-profit 
based in Budapest concerned with defending the rights of populations with mental 
health problems and intellectual disabilities in Central and Eastern Europe, 
Russia, and Central Asia, has documented continued rights abuses on the ground, 
including pronounced difficulty using the Russian court system to support claims 
that are constitutionally guaranteed, such as public education for all children.  
Global human rights policy, and by extension NGO-funding, continues to be 
structured by the English-speaking world; however, not only are liberal policy 
structures difficult to translate, but there is a lack of rigorous research on the 
cultural dimensions of disability in the former-Soviet Union, and evidence that 
decisions regarding aid and policy recommendations from abroad are being made 
with insufficient information. 
So what investigations of disability issues in Russia exist in English?  
Some discussion of disability in the sphere of social services in Russia exists, as 
with materials available through the MDAC, within the context of international 
human rights discourses.  However, this work is underdeveloped, and generally 
fails to consider cultural attitudes.  The majority of work is a documentation of 
insufficient services and conditions, authored by human rights organizations, for 
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instance United Nations International Children’s Fund (UNICEF) and Human 
Rights Watch. US government data on human rights also describes the care of 
individuals and children with disabilities in the Russian Federation.  The 
following example is excerpted from online resources, and is indicative of the 
abrupt and factually informative nature of such documentation:  
Special institutions existed for children with various disabilities but 
did not serve their needs adequately due to a lack of finances. Being 
a child with disabilities remained a serious social stigma, an attitude 
that profoundly influenced how institutionalized children were 
treated. Many children with physical or mental disabilities, even 
those with only minor birth defects, were considered ineducable. 
Parents wishing to enroll a child in ordinary secondary schools in 
Moscow were obliged to produce a medical certificate affirming that 
the child was in perfect health. Families with children with 
disabilities received extremely low state subsidies that have not 
changed to reflect inflation since the Soviet era.   
Although comprehensive statistics were not available, the prospects 
for children and orphans who had physical or mental disabilities 
remained extremely bleak. The most likely future for severely 
disabled children was a lifetime in state institutions. The label of 
imbecile or idiot, which was assigned by a commission that assesses 
children with developmental problems at the age of 3 and which 
signified ineducable, almost always was irrevocable, and even the 
label of debil--lightly retarded--followed a person throughout life on 
official documents, creating barriers to employment and housing 
after graduation from state institutions. A study conducted by the 
Rights of the Child program of the Moscow Research Center for 
Human Rights found that upon graduation at the age of 18 from a 
state institution for the lightly retarded, 30 percent of orphans 
became vagrants, 10 percent became involved in crime, and 10 
percent committed suicide. The existing system provided little 
oversight and no formal recourse for orphans who had been 
misdiagnosed as mentally ill or retarded or who were abused or 
neglected while in state institutions. Facilities to which such children 
were remanded frequently used unprescribed narcotics to keep 
children under control. While this study is 10 years old, private 
conversations with the Right of the Child Program representatives 
indicated that directors of such institutions continued to give very 
pessimistic assessments of the situation. (U.S. Department of State 
2003) 
While this information is useful and informative, it is clearly intended as 
preliminary public information, and is insufficient for use in culturally sensitive 
policy-making. Anthropologists and scholars of Disability Studies will note that if 
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Western NGOs intercede, the quality of aid, and how well it is received, depends 
on a sensitivity to Russian culture that does not merely apply Western solutions in 
a non-Western context. 
In contrast, what discourse regarding disability issues is available in 
Russian?  Russian language resources in terms of intended audience and 
availability. Russian language sources exist, but are not necessarily accessible to 
Russians on the ground, especially for those like my informants, who do not have 
access to or solid understanding of the internet.  In Saint Petersburg and Moscow, 
at least, advocacy groups release hard-copy publications intended for the disabled 
community, but these materials are not available to the majority of Russians.   
I located Russian academic literature on issues of disability while in Saint 
Petersburg.  There, I was able to use the library at the European University, which 
specializes in the social sciences.  Academic journals of sociology contained a 
spattering of articles on social services for the disabled community.  Additionally, 
a few small volumes of similar character were available in this library.  Through 
Russian language internet searches, I learned of GAOORDI, a center for families 
of children with special needs in Saint Petersburg.  This unique charter facility 
provides numerous support services.  This organization, funded internationally 
and nationally, and run locally by disability advocates rather than state social 
workers, provides what I believe is the best possible model for the future of 
disability support services in the Russian Federation.  In meeting with one of the 
directors of the center, I was given access to limited-edition conference 
publications that largely deal with social services policy and include short articles 
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which address various strategies for structuring support services for families of 
disabled children in several cities across the Russian Federation.  Most of this 
work is undertaken by doctoral candidates, either in sociology, psychology, or 
specialized medical or rehabilitative fields.  Therefore, the work that I had access 
to was largely academic in nature, and was significantly removed from the 
personal narratives of the women of Petrushka Junction. 
The foremost authority and source on the topic of children with 
disabilities, and mothers of children with disabilities in Russia is Elena Iarskaia-
Smirnova, a sociologist working in the southern city of Saratov.  Iarskaia-
Smirnova has published numerous works on the social aspects of disability.  Her 
work, which extensively cites English language resources, represents, to my 
knowledge, a very small isolated discourse in Russia which is integrated with 
Disability Studies rather than only Western NGO social policy recommendations.  
At each turn in my research, I encountered her work: she has published some of 
the only English-language discourse on disability in Russia, in both journals and 
as chapters collected volumes.  Her most extensive work is the Russian language 
volume A Socio-Cultural Analysis of Difference (1997), which addresses the 
symbolic and semiotic exclusion of individuals with disabilities in Russia.  In this 
work, she includes a chapter on the social stresses on families of children with 
disabilities.  Her work also appeared in some of the collections of conference 






Disability and Motherhood 
 
My argument in this thesis—specifically that caring for a disabled child 
produces a stigmatizing affect on a mother— aligns closely with the work of 
Elena Iarskaia-Smirnova, who argues that 1) disability in Russia is unavoidable a 
family affair, and 2) both the stigma attached to disability and the responsibility to 
care for the disabled is inherently gendered and specifically implicates mothers. 
According to Iarskaia-Smirnova,  
 
The family generally finds itself excluded because of its special needs and 
forced to rely only on the energy and muscle power of its members.  The 
“autonomous environment” that provides insufficient and low quality services 
for children and families overburdens women, forcing them to leave their jobs 
and depriving them of time to recover their physical and psychological strength.  
Additionally, the lack of social tolerance toward “otherness” – that is, toward the 
atypical appearance or behavior of a child manifested in everyday interaction—
denies the mother any chance of emotional support or acceptance from those 
around her.  Social attitudes in Russia often blame women for their children’s 
illnesses (1999: 71) … because the woman is most likely to be responsible for 
the day-to-day caregiving, it is also her pattern of employment, her job and 
career opportunities, that are directly affected by the presence of a child with a 
disability in the family. (1999:77) 
 
In a sense, my work becomes an answer to that of Iarskaia-Smirnova, who 
writes, “..the personal experience of women struggling to care for their children 
with disabilities at home demonstrates a need for gendered critiques of entrenched 
exclusionary policies that affect such families (1999: 69).”  However, where her 
observations remain largely negative (“the socially constructed label as 
“defective” spreads to his or her family like a racial stigma, excluding the child 
and family from the world through lack of tolerance, casting them out of the web 
of reciprocal relationships" (1991:81), linking the mother-role to a burden of 
disability, I also investigate the manner in which the women of Petrushka 
Junction reverse the cultural concept of ‘mother’ in order that it work for them, 
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rather than against them.  Simi Linton regards statements of overcoming a 
disability as a loaded phrase.  She writes, “because it is physically impossible to 
overcome a disability, it seems that what is overcome is the social stigma of 
having a disability” (Linton 1998:17).  This thesis, then is concerned with the 
manner in which mothers of children with disabilities seek to overcome social 
stigma inferred on them by their child’s impairment. 
 Potentially, this claim enters contentious domain.  That is, I do not 
describe the experience of the disabled in the traditional sense (my choice to 
interview mothers was based on circumstance, access, and what I perceived to be 
a unique locus of action, and is not intended to deny voice to adults with 
disabilities in Russia).  To a degree, I interrogate definitions of disability. 
 
The question of who ‘qualifies’ as disabled is as answerable or as 
confounding as questions about any identity status. …The degree and 
significance of an individuals’ impairment is often less of an issue than 
the degree to which someone identifies as disabled.  …  But the 
problem gets stickier when the distinction between disabled and 
nondisabled is challenged by people who say, “Actually, we’re all 
disabled in some way, aren’t we?”  Gill (1994) says the answer is no to 
those whose difference “does not significantly affect daily life and the 
person does not [with some consistency] present himself/herself to the 
world at large as a disabled person (Linton 1998: 13).  
 
By describing a situation in which the stigma of disability extends to mothers of 
impaired children, I do not intend to create a quagmire of dissolving meanings—
the impairment continues to ‘belong’ to the child.  If the mother were to choose to 
place the child in an institution, rather than care for it herself, then she would once 
again be able to move freely throughout the social field.   Nevertheless, her 
child’s impairment does ‘significantly affect daily life’.  With their children at 
home, the mothers of Petrushka Junction cannot escape their own difference: at 
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each turn, their lives are affected, and their roles  in the community altered by 
their children.  Often they are unable to be significantly employed, because they 
must care for their children at home, in the absence of childcare structures. 
In these ways, the experience of the women I describe in this piece are 
surprisingly, closely aligned with mothers of children with disabilities in the US; 
In fact, I take the model of analysis that I use in chapter three from a similar 
analysis of an American mother (Stockall 2000; see also Patteson and Turnbull 
1993).  However, two major points of departure arise.  First, that the physical-
geographical character of these women’s lives drastically defines their experience 
as marginal.  They are dually isolated: the remote nature of their village, and the 
poverty that characterizes life there (for a discussion of the manner in which 
disability and poverty conflate one another, see Stone 2001: 57), limits the 
capacity of these women to access resources or change their circumstance; also, 
the insular nature of a small village community means that they are always 
known, that is, unable to escape the stigma of their child’s disability in a space of 
strangers.  And, second, that the cultural meaning of disability differs significantly 
in a post-Soviet space, as do the tools and strategies that these women employ to 




This thesis is organized into three further chapters. Chapter Two is on one 
hand an addition to dialogue within disability studies which seeks to examine how 
stigma is assigned to impairment in different cultural contexts; it also speaks to 
Russian Area Studies, as disability acts as a window to examine Soviet history 
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and seeks to locate cultural constructions of disability in post-Soviet context, 
tracing the symbolic meaning of language over time, as well as interpreting 
indicators in Soviet cultural texts, and drawing on the writings of disabled 
individuals who have lived in the Soviet system.  Ultimately, by analyzing gender 
roles and the family in the Soviet and post-Soviet environment, this chapter 
arrives at the notion that, due to expectations of motherhood, disability becomes 
primarily the responsibility of the mother of an impaired child.  While few would 
argue that in Western cultures 1) disability infers stigma, and, 2) child-rearing and 
caretaking within the family is primarily the responsibility of the mother, in this 
chapter, I examine how these phenomena have developed in the post-Soviet 
context.  From an anthropological perspective, equating the cultural meaning of 
disability and motherhood in post-Soviet Russia with seemingly parallel cultural 
tropes in the West denies historical-cultural context and may result in false 
assumptions of understanding by the Western reader. 
Chapter Three approaches the personal experiences of my informants 
utilizing semiotic discussions of the life course to investigate personal 
negotiations of stigma and a metaphorical and literal rebuilding of life after 
perestroika and the birth of a special needs child.  The Chapter describes the 
experience of mothers of children with disabilities in Petrushka Junction during 
the early years of their children’s lives.  Using the theory of the semiotic self, I 
posit that these women, due to the othering qualities of raising an abnormal child, 
were forced to create new narratives of self.  Here the personal stories of my 
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informants come to the forefront, as do the manner in which the cultural meanings 
described in Chapter Two are experienced on the ground.  
Chapter Four utilizes language of empowerment, local action, and 
globalization to enter into a discussion of the complex synthesis of resources, 
discourses, and cosmologies of the local, national, and global.  Here, the 
collective story of my informants is related on both immediate and theoretical 
levels. I examine the coping strategies of these women, particularly the manner in 
which they appropriate and disseminate rhetoric of motherhood and zhenskii 
kollektiv, the Soviet women’s collective, in order to create spaces of local 
autonomy.  This chapter also explores the creation of the Chrysalis school and the 
continued struggle to negotiate state funding while rejecting state models of 
‘rehabilitation’ of disabled children in favor of local and alternative paradigms of 
special education. 
 
















The Poor in Spirit 
----  
 
“The meanings of words from different languages don’t match (even if they are 
artificially matched, faute de mieux, by the dictionaries).” 
--Wierzbicka 1997: 4 
 
“Each society (and, in a broader sense, each culture) has its own fashion of 
integrating or excluding certain categories or certain subjects, that is, of creating 
social links or denying them.  We must thus expect the meanings of words and 
practices not to remain the same over time (in the history of societies) or across 
space (the synchronic diversity of cultural eras)” 
--Stiker 2001: 490 
 
 At the first inkling that I might investigate disability—a familiar topic for 
me in an American context—in Russian culture, I began at a very logical place: I 
asked my Russian professor, Jim von Geldern, how to say disability in Russian.  
“What is the word for disability?” I asked.  “There isn’t one,” he told me.  “What 
do you mean?” I asked.  “In Russia,” he said, “they’re still talking about invalids.”  
“Really.” I said, and proceeded to ask questions about additional terminology, 
social services and cultural attitudes.  “I don’t really know,” he told me.  “You’d 
have to go there and find out.  It isn’t something I’ve heard a lot about.  But that 
in itself should tell you something.” 
 The issue of disability in Russian social and political thought is far down 
in a long laundry list of social issues that have suffered neglect in Soviet and post-
Soviet society.  Now, after three and a half months of field research, I have 
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learned that, in Russia, if an individual is not expressly committed to disability 
issues, questions to this end will be met with blank stares and dull, humor-the-
foreigner answers that indicate even invalidnost’ as a non-issue, a topic that 
warrants neither a category of thought nor conversation, to say the least of a 
diplomnaia rabota (undergraduate thesis).  Or, as another Russian professor, 
Tamara Mikhailovna, a native Russian, put it, Russians feel that it is simply 
“better not to talk about” disability4. 
 At the outset of my investigation, however, the conversation with von 
Geldern initially left me puzzled: he had spent the better part of his life learning 
about Russian language and cultural attitudes—why didn’t he have an answer?  It 
was only upon arriving in the Siberian city of Irkutsk after a whirlwind week of 
traveling through Saint Petersburg and the Baikal lake region, constantly being 
pummeled with cultural differences in the most basic of assumptions and habits 
(women in Russia are passionately discouraged from ever sitting on ice, rocks, or 
concrete—after all doing such a thing can cause one to catch a cold ‘down there’), 
that I realized the appropriateness of approaching this topic from an 
anthropological perspective.  It was not, I realized, simply a void in my 
professor’s vocabulary that had left him unable to answer my questions.  In fact, 
there is no word for disability in Russian; and this is a reflection of an entirely 
different set of semantic categories that Russians use to organize notions of 
physical and mental impairments.  The absence of a translation is not so much an 
indication of a lack of concept of disability, as an indication that the manner in 
                                                
4 “luche ob etom nye govoriit’” 
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which Russians perceive related issues differs from the Western model in a 
complex and historically constructed manner. 
What is the semantic location of disability in Russian culture?  What 
words and phrases do Russians use to discuss what in English is indicated by the 
concept of disability?  What implicit meanings are contained within these terms, 
and from what cultural contexts are these meanings derived?  As Edward Sapir 
noted, “language is a symbolic guide to culture.”  By examining domains of 
language, ethnolinguists attempt to access cultural concepts.  This chapter uses 
language as a window to explore cultural attitudes toward disability in Russia 
through time and historical contexts. In Russia, the meaning of words denoting 
disability have changed over time; tracking these changes sheds light on the 
subtleties of hardship described by my informants, Russian scholars and others 
familiar with the Soviet and post-Soviet systems.   
This chapter contributes to cross-cultural knowledge regarding disability 
in contemporary Russia: while a significant Western effort exists to provide aid 
and donations, particularly to children in the welfare system, many of whom are 
disabled, and children in the hospital system, I believe that these efforts would be 
augmented by a more nuanced understanding of how Russians perceive 
impairment.  This chapter also functions as an examination of the legacy of Soviet 
mass culture (in the sense of constructed propaganda) as it informs disjuncture in 
cultural translation between Russia and the Western capitalist-democratic 
societies, through the window of disability.  That is, disability is key to 
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understanding principles of inclusion and exclusion in a given society (Stiker 
2001: 490). 
The term invalid in Russian, as with ‘invalid’ in English, carries a 
debilitating, culturally constructed stigma.  However, the pronunciation, 
entomology and historically-based cultural meanings of the terms, which appear 
so similar in transliteration, differ between the two languages.  Prior to the drastic 
social changes that occurred with the Russian revolution, individuals with 
disabilities in Russia were referred to using different terminology.  The term 
invalid was originally derived from French and employed in military contexts in 
the 19th century, and while its meaning has developed and changed, it has 
remained in the Russian lexicon.  
To the Western observer, indeed, to me upon first impression, the use of 
the word invalid seems harsh. Elena Iarskaia-Smirnova writes,  
The concept of discriminatory language is very new in Russia, and 
people may not always recognize discrimination as attached to the 
words they use.  For example, the term “invalid” is used very widely 
to define the status of a person in the welfare system.  The World 
Health Organization’s language is new to scholars and people in 
Russian government and, except for a few professionals who use the 
term “limited abilities of a child,” little has changed in the language 
of professions or Russian welfare legislation.  (2001) 
 
Her observations dovetail with my own: where the layperson in Russia tends to 
speak very little of disability and seem to lack a descriptive vocabulary with 
which to talk about disability5, the language of welfare and pensions is familiar to 
most families who must deal with the pension system for the elderly, single 
                                                
5 In my experience, when I asked Russian friends living in Irkutsk and Saint Petersburg to tell me 
about someone that they knew with a disability, they would first say they knew no one, except, 
perhaps the bomdz (homeless person) on the street.  On second thought, some would recall that, 
for instance, a colleague sometimes spoke of her daughter’s ‘illness’.  Or, perhaps, on a later 
occasion would mention that a childhood friend possessed some impairment, oblivious to any 
broader social category of impairment, or the stigma that a friend may have faced. 
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mothers, or families with more than three children.  Thus, the term invalid enters 
into their realm of welfare-seeking vocabulary.  However, as Iarskaia-Smirnova 
notes, the notion of minority-sensitive language has little bearing in Russia, 
despite pressures from the West in official contexts6.  Racially-charged, sexist, 
and other incarnations of what would be considered ‘hate language’ in the West 
remain socially acceptable in Russia.  It is in this context that Russians, more so 
than westerners, continue to use language that is insensitive to ability politics. 
Russians, in order claim benefits, principally small pensions and 
discounted public transportation, must claim invalidnost' in order to be allotted 
such payment.  This involves a process of appearing before a panel, which in turn 
judges the degree of disability and, by extension, the amount allotted to the 
individual or family.  By all accounts, this process has changed little since its 
implementation during post- World War II Soviet times. 
In reference to children, the currently preferred noun in official spheres is 
the phrase deti-invalidi, which translates roughly as child-invalids.  Such 
hyphenation may be taken to indicate a category that is binding, particularly that 
the individual cannot be separated from the impairment, what Semantic 
Anthropology refers to as an over-determined sign.  This terminology is used not 
only in the language of the legal, health, and social service industry in Russia, but 
also in much scholarly work on the topic.  Many of my Russian language sources 
written under sociological discourses of the Soviet academy also use this phrase 
(See for example: Amayan 1999).  It is only in the very recent scholarly work, 
journalism, and the literature produced by and in conjunction with western-funded 
                                                
6 See: UNICEF, UNFCR 
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NGOs7 that other language is introduced.  This language is clearly derived from 
literal translations of Western terminology, particularly the language used by 
international apparatus of human rights and related NGOs8.   
The politically correct linguistic constructions that have become standard 
in English in the past fifteen years are the product of the shaping of the disability 
rights movement in the US as a civil rights issue. The civil rights framework of 
the Disability Movement in the West, which aligns disability with race, gender, 
class, and sexuality, and uses national and state legislation to delineate ‘rights’, 
positions the issues in a manner that attempts to institutionalize and reappropriate 
language referring to disability and impairment, just as gender, race, and sexuality 
activists have done in their respective movements.  A fundamental assumption of 
these movements is that language and language usage shape both opinion (in an 
echoing of the Sapir-Whorf hypothesis), and the lived experience of individuals 
with a socially constructed identity. Civil rights activists in the US have therefore 
sought to eliminate the usage of ‘derogatory’ and ‘hate’ language in the public 
sphere through the court system.  There is no such history of civil rights discourse 
in the post-Soviet world, and therefore, no framework in which to pursue such 
changes9. 
                                                
7 See the following websites for illustration: www.gaoordi.ru, 
http://www.hri.ru/docs/?content=dir&dir=topics&id=30, 
http://irkutsk.rfn.ru/region/rnews.html?id=10945&rid=259 
8 For instance, UNICEF funded a fact-finding mission in the Russian Federation in 1998 
9The human rights track record of the Russian government is notoriously weak; despite articles in 
the Constitution of the Russian Federation which guarantee the rights of its citizens, international 
human rights organizations continue to produce reports that criticize the Russian state.  Likewise, 
the judicial system is known to be under-funded, corrupt, and generally inaccessible to the 
population.  With the help of international aid, Russian parents of children with special needs have 
just begun to attempt to use the court system to pursue their children’s constitutional right to 
education (Chapter 2: Article 43), however, reports of these attempts in Petrozavodsk have 
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How has this stigma-laden language been derived in the Russian context?  
And how has the discourse of disability deployed by laypersons and by the state 
shaped the experiences of Russians with impairments?  How has this stigma and 
struggle been extended to burden the kin of these individuals?  How have Russian 
constructions of gender and family impacted the manner in which the society 
approaches care of disabled individuals? 
In order to gain a deeper sense of the Russian language relating to issues 
of impairment, I turned to dictionary research.  By tracing the trajectory of word 
meaning throughout the 19th and 20th centuries, I was able to sketch trends of the 
social location of impairment in Russian culture.  This investigation of historical 
trends alludes to an erosion of traditional community mechanisms for caring for 
individuals with disabilities over the 19th and 20th centuries. I found that the 
development of these terms parallels changing Russian notions of community and 
individual contribution.   
 Traditional Russian life was organized around the Orthodox Church in a 
village setting.  Not only were mechanisms of community charity employed to 
care for homeless and disabled individuals, but issues of disability were linked to 
religious moralism and the Church, imbuing a temperance of respect and 
reverence.  With the changes in social structure related to urbanization, 
industrialization, and Soviet reforms in society, those who were seen as unable to 
work to the highest degree of productivity were invalidated and shunned by the 
state and its constructed social values.  
                                                                                                                                
documented a logistical failings of the court system and a general unpreparedness of the society to 
implement court-based decisions (see: MDAC 2005) . 
 46 
 As noted above, the term invalid did not enter the common Russian 
vocabulary until the twentieth century.  An examination of terminology used prior 
to this indicates a drastic departure from the isolated status that individuals with 
impairments now face in the Russian context.   
 Having arrived in Russia and setting out to learn about Russian 
constructions of disability, I was initially confused and disappointed to find that 
my host family in Irkutsk was bewildered by my questions pertaining to people 
with disabilities, and offered no insight.  In contrast, Alla Orlova, my academic 
advisor who trained as a linguist, was able to offer great insight.  Alla herself has 
had several surgeries on her hip; as a result, she told me, she considers herself 
lucky not to be considered an invalid.  However, she much preferred to discuss 
issues of impairment and disability on an academic rather than personal level.  In 
pre-revolutionary Russia, she told me, two terms predated the notion of invalid: 
ubogi and kaliaka10.   
 The Russian kaliaka is similar to the English term cripple, in that in 
contemporary usage it sounds archaic and refers chiefly to a physical limitation.  
According to the dictionary of V.I. Dal11, a key source of information on the 
Russian language during the 19th century, it is literally associated with the 
condition of being injured or maimed, that is, one who is injured or maimed.   
                                                
10 For a chart detailing the language of disability, please see page 102 
11 Dal was a German linguist who traveled through Russia, gathering the first comprehensive 
dictionary of common people’s Russian.  His dictionary is greatly revered as the first and only of 
its kind, documenting the language of a peasant society that was greatly dispersed and largely 
illiterate.   
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 Perhaps more revelatory is the Russian term ubogii12, which has no 
English equivalent, but imparts much in the way of the semantic location of 
impairment in a pre-revolutionary Russian Orthodox cosmology.  Scholars of 
Russian will note that the meaning of the term is literally “of God.”  In Dal’s 
dictionary, the entry for this phrase is lengthy and complex, including noun and 
verb forms of the adjective (ubozhnik, ubozhit’)13, as well as including six 
examples.  The key definition is as follows: 
Ubogi—biednyi, neumnyi, nezhnyi, skudnyi, nishii.14 
 
In translation, the entry reads: poor, simple-minded, soft, low or meek, one 
who is a beggar. 
Several further examples of phrasing are entered, including ubogii by 
means of legs15, that is, one who does not walk, or who nearly walks, and ubogii 
of the mind16, that is, one who mentally “of god”. Synonyms listed include: 
maloumnyi, iurodivyi, durachok, and nishii dukhom17. 
Each of these phrases, definitions and synonyms carry positive 
connotations.  For instance, the word durachok, appears in a diminuitive form, 
which indicates a sentiment of affection.  Particularly in the context of Russian 
Orthodoxy, Alla Orlova pointed out, there are positive connotations in the usage 
of the phrase nishii dukhom.  Literally, this phrase can be translated as poor/ 
beggar-like in soul18 or character.  But its true character in the Russian lexicon is 
revealed by its association with one of the main refrains of the Russian Orthodox 
                                                
12 Убогий 
13 Убожник убожить 
14 Убогий—бедный, неумный, нeжный, скудный, нищий 
15 Ubogii nogami (убог ногами--не ходит или едва ходит)  
16 ubogii umom (убогий умом) 
17 Малоумный, юродивный, дурачок, нищий духом 
18 See Wierzbicka 1992: 31 for a discussion of the Russian usage of the word ‘soul’ 
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Mass, the Russian Orthodox translation of the Biblical passage Matthew 5:1-12.  
Where in English this verse is rendered, “Blessed are the poor in spirit, for theirs 
is the Kingdom of Heaven…” the Russian reads, “Блаженны нищие духом, ибо 
их есть Царство Небесное…” or, “Blessed are the nishii duchom…” While this 
phrase is by no stretch of the imagination translatable as “poor in spirit,” the fact 
that it is linked in dictionary definition to ubogii links it to disability in a manner 
that is incomparable to the English meaning.  This locates a reverence for 
impaired individuals as a tenet of the Russian Orthodox Mass.  And, in fact, there 
is a significant link between this language and the value of caring for the sick and 
disadvantaged as presented and acted out in pre-Soviet Orthodox Russia.  The 
structure of village life, wherein the Tsarist state was a distant apparatus, while 
the morals of the church were near, and the village community was self-contained 
and self-sufficient.  Impairment was necessarily dealt with on a local, communal 
level19.  Here, we see that an interpretation of impairment as blessed may have 
contributed to general attitudes.   
An additional link to Church morals is in the word iurodivyi, also cited by 
Dal as a synonym for ubogii.   According to contemporary writings on traditional 
Orthodox values, this term can be translated as God’s fool, and indicates those 
who assume a “spontaneous and involuntary” post of “wandering pilgrim,” 
practicing “an absolute voluntary poverty, identifying [themselves] with the 
humiliated Christ” (Ware 1995).   This perception of the holy fool harkens to a 
time when the village community collectively cared for individuals who were 
                                                
19 For further discussions of pre-Soviet village life, see: Chulos, Chris J. 2003; Burds, Jeffery 
1998. 
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unable to care for themselves.  Significantly, the role of holy fool as described 
above was not only interpreted as permissible for the individual, but in fact was 
viewed as a valid contribution to the community.  “The true fool in Christ, 
possessing purity of heart has upon the community around him an effect that is 
life-enhancing… remaining himself detached he unleashes reactions in others 
making the subconscious mount to the surface…20”  
 An example of these blessed roles for the disabled that is accessible to 
contemporary readers is that of ‘Stinking Lizaveta,’ the mentally disabled village 
beggar in Dostoevsky’s The Brother’s Karamazov.  In this text, Lizaveta becomes 
an example of the spiritual purity of other characters.  Those who are implicated 
as pure treat her well, and she survives off the good will and pity of villagers.  
Those who Dostoevsky wishes to implicate as morally perverse and degenerate 
are rude and evil to Lizaveta.  Both Lizaveta and Alyosha, the character who 
symbolizes moral purity in the text, are referred to on several occasions in the 
Russian text as iurodievyi, the holy fool (Pevear and Volokhonsky 2002: footnote 
1.1.4.2) 
Thus, in traditional Orthodox Russian society, there was an established 
link between religious morality, and poor and disabled individuals.  And, 
furthermore, returning to Dal, we find that the word invalid, which now refers, 
with negative affixture to impaired individuals in general, was in the nineteenth 
century reserved for a specific post.  Dal’s definition of invalid is rendered in 
translation, “one who served, revered warrior; unable to serve because of wounds 
or physical damage—worn out one.”  Thus, in this context the word is applied in 
                                                
20 ibid 
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reference to military life and soldiers.  And even here, an aura of prestige is 
evoked; specifically, the lack of validity is only in relation to armed warfare, in 
which the described individual has already presumably honorably engaged.  Dal 
includes a sub-entry, invalidnyi dom, which speaks further of the changing place 
of individuals with impairments in Russian society.  Described as a place for the 
‘looking-after’ of invalidy, there is a similar entry under the category of ubogii.  
Alla Orlova21 noted that in the nineteenth century, as Russian cities began to 
urbanize and peasants began to move to such centers, the traditional village social 
structure was no longer relevant, for people with special needs in a city setting, 
there was no infrastructure of care.  However, as the notion of disabled 
individuals as close-to-the-Lord continued to be relevant, it was not unusual for 
nuns to care for individuals with impairments in institutions funded by 
monasteries or the royal family.    
Soviet-era dictionaries reveal a different set of meanings for impairment-
related terminology.  These differences indicate changing cultural meanings with 
the influence of Soviet ideologies.  Particularly, we find that while positive 
associations with the term ubogii were diminished, the negative associations of 
the term invalid were extended.   
With the Russian Revolution and the formation of the Soviet Union, the 
place of religion as a central point in village life came under attack, as the 
Bolsheviks sought to form an atheist state.  As systems of religious thought were 
systematically challenged and devalued in favor of new ideology, the religious 
connotations of the word ubogii were devalued.  Through the process of transition 
                                                
21 Personal Interview 
 51 
from the Christian village to the Soviet worker state, this term loses its positive 
associations.  By 1949, ubogii is defined as “beggarly; extremely poor and 
miserable” (Ozhegov 1949): the previous religious reverence is utterly lost. 
From a 1949 dictionary (Ozhegov), we find that invalid is defined as: 
 
Invalid—chelovek, kotoryi utratil trudosposobnost'; vsledstvie uvech'ya, 
bolezni.22 
 
In translation, this passage reads: A person who has lost labor potential as 
the result of a disfigurement or an ailment. 
 
 
Ozhegov gives the examples of invalid of work and invalid of war.  Orlova stated 
that an additional qualifying term— invalid from childhood – also came into 
usage.    
Embedded in this definition is an increased allusion to labor and work 
which corresponds with Soviet value systems. As productivity becomes the goal 
of society, those who are perceived as less productive lose social status.  Stiker 
notes a parallel development in Western society, and, in the context of negative 
prefixes and liberal thinking, reintegration of individuals with disabilities 
becomes a theme (Stiker 1999: 368).  “Thus a new wish arises in society: those 
who are removed from the life and concerns of the many due to disability of 
whatever kind, are to be re-integrated.  In the 20s, there was a change in 
vocabulary.  While words which I refer to as defective (in-firm, im-potent, in-
capable, im-becile, in-valid, etc., etc.) were not banished, words relating to re-turn 
(re-classification, re-adaptation, re-integration, re-insertion, re-habilitation, re-
education, etc.) appeared (368).” 
                                                
22 Человек, который утратил трудоспособность; вследствие увечья, болезни. 
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 Where, in pre-Soviet usage, the phrase invalid referred to an individual 
who was unable to serve his country in armed service, with the emphasis on a 
workers' state and social contribution through labor in the Soviet Union, the 
notion of social obligation to the state is expanded, and one can now be 
stigmatized by an inability to contribute labor power.  A similar trend occurred 
with industrialization in the Western world. The increasing expectation that the 
individual participate in work beyond the family plot, coinciding with the advent 
of statistical research, resulted in an increasing normalization, and emphasis on 
normalcy (Baynton 1996: 143).  According to Simi Linton, this vein of 
modernist ideals mean the society would not tolerate being bogged 
down by those who can’t keep up, who are thought to drain resources, 
or who remind us in any way of the limitations of our scientific 
capabilities.  In both ideas, the issues of efficiency prevail, leading to 
actions taken to contain the perceived negative social and economic 
impact of disability on society, even when glossed with an altruistic 
façade. (Linton 1998: 46)  
As a result, individuals with disabilities were no longer family members, 
but dependants (ibid.: 47), sapping the resources of others, and wallowing in lives 
that, devoid of meaningful social contribution through work, were depressing and 
valueless.  “The modernist solution to disability was the institutionalization of 
disabled people and the medicalization of all responses to disability (ibid.: 46).”  
 While the term 'invalid' has been consciously eliminated from English language 
usage over the course of the twentieth century, in Russia the continued 
deployment of this terminology by social services' discourse secures its largely 
uncontested contemporary usage. Indeed, it is in this forum in which the term 
invalid is perpetuated in Russia today.  
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 Embedded in this Soviet perception of invalidnost' is a shift from a 
community based method of addressing disability to the attempt to address these 
issues on a state scale.  This is both part of the larger Soviet movement to 
consolidate social life of the proletariat, as well as the moment when disability 
becomes problematized as related to production in a rapidly industrializing 
society.  Where productivity and contribution to the imagined community 
becomes an expectation of every citizen, disability comes to be defined by its 
relationship to work capacity.  This modernist model continues to apply to social 
systems today.  
The individual with impairment is thus disabled in the sense of being 
assigned a negative social value.  The impairment is not longer a symbol of God, 
and becomes a symbol of incapacity as a working citizen.  In a state where work 
capacity is equated with individual worth, this is an especially brutal sentence.   
Furthermore, invalidnost' was and continues to be equated with not merely 
the ramifications of an impairment, but a total condition.  I spoke with one British 
woman who had worked for several years at a foreign organization in Russia 
(Camphill Svetlana, which I mention on page 4 of this thesis) that sought to build 
an inclusive community.  She supported this idea; for instance, she explained, 
being unable to walk is equated with inability to tie one's shoes and extended to 
inability to learn to tie one's shoes.  Thus, Orlova, because she is capable of living 
a normal life, does not consider herself an invalid.  Further, the sense of this total 
disability, an over-determined sign, indicates that the invalid is not a speaking, 
thinking, or decision-making being, but rather a ward of the state.  Rarely is this 
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term actually invoked in contemporary Russia in the singular: rather, it refers to a 
mass, a social category. 
Physical 'validity' and capabilities honored in Soviet propaganda, by 
inscribing idealized images of human capacity, further embedded negative 
associations with physical impairment.  The Soviet system glorified the human 
form, but only the human form in its perfrect state, rendering individuals with 
impairment as the unseen other.  These images were developed especially in 
Stalinist Art, and the Soviet commitment to athletics and physical training (see 
figures at end of chapter).  Because pre-war Soviet ideology embraced a utopian 
vision, fueled by the dialectical progress of human invention and development, it 
was implied that the imperfect and unfit would fall behind, as the evolutionary 
cycles of the power of the Party marched forward into the bright bright future.   
 Furthermore, the infrastructure of Soviet society made no pretension to 
accessibility: only the most physically and mentally fit were valued, and only the 
physically and mentally capable were served.  Soviet buildings—even homes—
were built uniformly, to suit a specific type of person.  Most apartment buildings 
have no elevators, or elevators with notoriously narrow entrances.  The housing 
crisis that continues to this day, compounded by authoritarian control over the 
movement of citizens made and continues to make it very difficult for Soviet 
citizens to chose their place of residence as is possible, particularly for the well-
off, in Western countries.   
The entrances to all public transportation, espcieally trains, are difficult to 
mount.  And, in the post-Soviet realm, infrastructure lags, with old trains 
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becoming increasingly dilapadated, while city governments are unable or 
unwilling to devote money to such public works projects.  Even the Moscow 
subway, one of the largest subway systems in the world, with a massive ridership 
volume, located in a city that is a symbol of the power and unity of the Russian 
Federation, continues to operate using dated and inaccessable equiptment.   
As a result of these structural realities, wheelchairs, as used in the West, 
are not only financially impractical for the majority of Russian citizen, they are 
simply not useful for travelling through Russian cities.  As a result, many Russian 
with physical disabilities who wish to move through public space use invented 
and makeshift devices to allow them to move.  This has the affect of further 
stigmatizing these individuals—imagine if instead of being able to recognize and 
understand the symbol of 'wheelchair', which can then be dismissed so that one 
may focus on the person, instead being surprised to notice that this particular 
parapalegic man entering the subway has tied layers of cardboard—like the sole 
of a large shoe—to the underside of his folded and immobile legs.  This indicates 
a symbol of difference that is individualized and difficult to reconcile, and 
therefore more stigmatizing than the culturally established and recognized symbol 
of 'wheelchair'. 
One of the greatest junctures of Soviet constructions of disability came with the 
massive social devastation of World War II, known to this day in Russia as 
Velikaia Otechestvennaia Voina, ‘The Great Patriotic War’.  Along with the 26 
million soldiers killed in the struggle, at least 18 million were wounded and 
impaired.  The stigma that is associated with the war-wounded is significantly 
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different than impairments that are otherwise derived: most significantly, because 
soldiers became disabled in service of the homeland, their injury is perceived as 
carrying a degree of honor.   To this day, “disabled world War II veterans enjoy 
respect and a degree of material and moral support apparently not extended to 
other disabled persons, whether working or not” (Dunn and Dunn 1989:225), and 
veterans of the Great Patriotic War receive much higher state pensions (disabled 
veterans of the ongoing conflict in Chechnya, however, occupy a much more 
tenuous social position in a contemporary society that struggles to find meaning in 
that war). 
 Also, with the end of the Great Patriotic War, the return of disabled 
veterans required attention from the Soviet state.  The manner in which the state 
sought to recognize the suffering of these individuals sheds light on broader 
attitudes toward impairment and disability.   
On the one hand, the discourse surrounding returning veterans with 
disabilities indicated the manner in which disability became an over-determined 
sign in Soviet society.  Alexei Tolstoy, state-sanctioned Soviet author, addressed 
the perspective on war-derived impairment in his short story “Russkii Kharacter”.   
Anna Krylova summarizes the plot of this work: 
Tolstoi’s Egor Dremov suffers severe facial mutilations.  Granted a 
furlough after his discharge from the hospital, he sets out to visit 
his home.  Both his parents and his prospective fiancée Katya fail 
to recognize him, and he does not have enough courage to identify 
himself.  
 
Egor leaves the visit without having revealed his true identity.  Krylova notes, 
“Tolstoi poses the failure of recognition as a symbolic erasure of Igor’s existence” 
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(2001: 324).  Egor’s invalidnost’ is represented as total and all-encompassing: his 
physical impairment supercedes his previous identity, and his own shame 
regarding the stigma of disability compels him to choose carry out his life alone, 
rather than to accept the confirmation of this loss of self by revealing himself to 
his family in his physically compromised state (for further discussions of war-
wounded in Soviet Russia, see Dunham 1989, Polevoi 1947).  In the end of the 
tale, Egor receives a letter from his mother, who, it turns out, has recognized him.  
He responds, admitting his lie, and she arrives at the front to be reunited with her 
son. 
 On the other hand, soldiers were expected to overcome their personal 
trauma, and it was expected that a strong individual should be able to overcome 
impairment through strength of character, and once again become a contributing 
member of society. The Tolstoi story, for example ends with the following 
observation: “Yes, that’s the Russian character!  A man may seem ordinary 
enough, but when trouble comes, he is endowed with a mighty strength—the 
beauty of the human heart.”  Of this phenomena, Krylova writes,  
In his order of May 1, 1945, Stalin called on Soviet workers to 
“quickly heal the wounds inflicted on the country by the war!” 
Pravda’s editors explicated Stalin’s notion of “wounds”: destroyed 
cities and villages, mines and electric power stations, factories and 
oil works, railroads and bridges across rivers. …The enemy, 
according to Pravda, had also inflicted many wounds on the Soviet 
people, mutilating the body yet ostensibly sparing the mind. 
Stressing the physiological nature of war injuries, Pravda 
editorials and articles ordered the construction of hospitals of 
restorative surgery in each regional center and criticized the 
“comrades from the Institute of Prosthetic Appliances” for keeping 
enthusiastic war invalids from “active participation in life” due to 
poor- quality prostheses. … Circumscribed within the limits of a 
physiological paradigm, the Party press presented the war legacy as 
readily remedied by means of reconstructive surgery and high-
quality false limbs. (315-316) 
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As in other Soviet narratives (see, for example, von Geldern and Siegelbaum 
2003), man is portrayed as able to overcome the setbacks of nature and enemy 
through personal strength partnered with the power of the Soviet state and 
technology. The mentally strong overcome illness or physical disability; those 
who cannot are perceived as defective not in the physical sense, but in the moral 
and symbolic sense. Thus the stigma of disability applied to the impaired soldier 
in part is an allusion to that in nature that the Soviet Man cannot fix, overcome, or 
outwit via dialectical progress and invention. 
In the post-war period, the self-worth of adults with disabilities continued 
to be defined by their capacity to participate in national labor projects.  The voices 
of individuals who have survived this period are more available than in the prewar 
period, and their narratives tend to indicate that the Soviet reality was both 
physically and symbolically closed to them.  One Ukrainian activist with physical 
impairments wrote, of his relationship to the state, “We were given a label 
[“invalid” in Russian and Ukrainian], a pension, and a license to do nothing 
(Phillips 2002: 1)”  
How did these state policies and widely deployed discourses of 
productivity shape the personal experiences of individuals?  Much of the writing 
on this subject comes from former Soviet citizens, who, having emigrated, recall 
their childhood, or the experience of parenting from outside of the system.   
Kaido Kikkas, an Estonian born with a physical impairment diagnosed as 
cerebral palsy, in his personal narrative, offers insights into Soviet constructions 
of disability, and the realities of being raised with a disability in a Soviet space.  
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First, he notes the divergence of Soviet discourse from Western: “The Soviet 
definition of disability differed from the ones used in the West, being measured 
directly by a person’s ability to work” (Kaido Kikkas: 2001: 113). Where the 
value of an individual’s social worth and citizenship in the USSR was linked to 
labor and contribution, inability to work severely affected social saliency and 
questions of self-worth.  According to material that Dunn and Dunn attribute to 
the research of a Soviet journalist, one individual stated,  
We are in the position of parasites.  We bear this as a brand, as a mark of 
shame.  Work is my convalescence, my happiness.  I experience enormous 
happiness when I am of use to my beloved country.  How many 
handicapped people from the ages of 18 to 45 ask themselves: where is my 
place in life?  Inactivity is a great sorrow. (Dunn 1989:218) 
 
In addition, Kikkas develops a perspective regarding the disabling barriers to life 
chances imposed on impaired individuals under the Soviet system.   
This was the USSR, a state that officially denied the very existence of 
disabled children.  This was a state that insisted on universal content, 
anything ‘different’ was unwanted. During the Soviet regime, disabled 
people were considered to be a negative influence on the cultivated image 
of a ‘state of happiness’ and because of this, kept as much as possible out 
of public sight.  They were acknowledged only as second-class citizens, 
forced to accept the line, ‘be thankful that the state takes care of you’.  
For the ordinary citizen, contacts with disabled people were usually 
limited to relatives and acquaintances. (Kikkas 2001:113-4) 
 
Others have noted the dual disaster of the ‘mundane problems’—such as 
“wheelchair repair, transportation, and household purchases, since they do not 
have enough money to buy furniture and sufficient food” (Dunn and Dunn 1989: 
221) – compounded by the social stigma and emotional affront of being denied 
recognition and rights.   The insult of the treatment of the disabled as non-citizens 
is described as follows: 
We [in the USSR] always hid the disabled, and we continue to hide them 
from curious eyes.  No one needs them.  They are a burden to the state, 
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and sometimes they do not hesitate to say so openly.  The mass media 
play down the dark side of the ‘heroics’ of war and labor and do not show 
disabled with obvious injuries (in the USSR there are no accidents).  
Soviet citizens make every effort not to think of the cause-and-effect 
connection of these injuries.  The nation is being taught cruelty toward 
the weak, the sick and the disabled23, who are of no use anywhere.  
Therefore the regime ignores the most vital needs of the disabled and 
forbids their organizations and societies.  Such societies, organized by the 
disabled themselves in the USSR, have been broken up several times as 
“antistate” and contrary to the interests and goals of the leaders of the 
Communist Party” (Dunn and Dunn 1989:221).   
 
As in many realms of Soviet life, early attempts to structure progressive 
new paradigms for caring for and educating children with disabilities later 
deteriorated into the dismal situation of exceedingly bureaucratic 
institutionalization that remains today.  Initial trends in the Soviet push for a new 
society sought to eradicate traditional systems of family entirely, so as to free 
adults to the workforce and simultaneously indoctrinate children in the most 
efficient manner possible.  While these trends did not last, and, arguably, the 
family later became one of the most important spaces of private agency and 
support under the oppression of the Stalinist regime, as well as the poverty of later 
Soviet eras, the notion of relieving parents of their duty to a child with special 
needs, so that they might work remained current in the expectation that parents 
ought to institutionalize such a child.  This expectation seems to remain prevalent 
today, although the UNICEF report notes that it is primarily a lack of alternative 
options that leads many parents to feel that they are unable to care for their 
children at home.  As a result, the practice of institutionalization as the most 
                                                
23 In English, the words sick and disabled are not synonyms; in Russian usage, the translated 
equivalents, bolnye and invalidy are nearly interchangable in discussions of disability.  For a 
further discussion of word usage in Russian, please refer to the chart on page 133 of this thesis. 
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pervasive cultural ‘solution’ to caring for individuals with special needs is 
perpetuated. 
The idealistic early Soviet government sought to build a system of special 
education for children with developmental disabilities, which, dubbed 
defectology, was flavored by dialectical Soviet psychology (McCagg 1989). 
Defectology, developed by the Soviet scholar Vygotsky in the 1920s and 30s, is 
especially characterized by the notion that the individual may overcome obstacles 
given the proper social and educational environment.  The term, though 
interestingly historically, is not widely used today (as evidenced by the scant 
results of a Google search, as well as the fact that I never heard it used in Russia, 
despite innumerable conversations on disability); however, it represents a 
historical period and a certain aspect of early Soviet mentality in relation to 
disability.  It was later in the century that institutionalization and isolation became 
the default band-aid and attempts to provide education for children with special 
needs were abandoned. Even when families chose not to institutionalize their 
disabled kin, “persons with visible disabilities (i.e., spinal injuries, cerebral palsy, 
multiple sclerosis, mental problems, and others) were isolated in their homes, 
hidden from the public and thus made seemingly invisible. …disability was seen 
as a defect and as a tragedy” (Phillips 2002: 1). 
 Writing in the later stages of the Soviet era and using data from the 1960s 
onward, an American, Andrew Sutton (1980), attempted to outline the Soviet 
system of special education for the Western reader.  He ultimately used his 
findings to critique the quantitative model of I.Q. testing which was in use in the 
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US at the time. Sutton, in attempting to reconcile what he viewed as conflicting 
Western “travelers’ tales” of Soviet systems, systematically lays out Soviet 
diagnosis terminology.  He notes the use of three categories of “mentally deficient 
children,” idioty, imbetsily, and debil’tsy.  According to his research, those who 
receive the diagnosis idioty, “do not master speech (or at best only a few words), 
with corresponding effects on every aspect of their development.  Their education 
is under the control of the ministry of Social Security, or… the Ministry of 
Health.”  Similarly, those labeled imbetsily do “attain speech, though it may 
remain agrammatical, limited in vocabulary and poorly articulated.  They are 
capable of learning simple skills of production and independence, and are 
educated mainly in establishments run by the Ministry of Social Security and 
staffed by teachers form the Ministry of Education” (Sutton 1980: 175).  Finally, 
he notes the category of debil’tsy, who are allowed to attend “auxiliary” schools 
under the Ministry of Education, although expected to achieve no more than a 
fourth grade education; as adults they should thus be incorporated into the 
workforce, although exempt from military service. 
The issue of disability, a perceived deficiency in an individual, is greatly 
intertwined with family responsibility, that is, with the responsibility of members 
of a nuclear family to care for the wellbeing of its other members, in both Western 
and (post)Soviet social systems. However, where there are seeming parallels 
between the structure of the Russian nuclear family and the American, British, or 
French family, the historical context of post-Soviet life lend a specific, 
significantly different set of meanings to both the family unit as it relates to the 
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state, and to the role of women/mothers within the family and in relation to the 
state. 
The character of the ideals promoted by the Soviet state following the 
revolution created a public discourse of family that was significantly different 
than that composed in the West.  This is particularly true of gender dynamics 
within the family.  Sarah Ashwin writes, “The communist authorities devoted 
noticeably more attention to the role of women than they did to the role of men as 
men (as opposed to communists, workers or peasants)” (Ashwin 2000: 3). In the 
immediate post-revolutionary period, the role of women within the new society 
was explicitly addressed and adjusted.  What in other contexts is applied merely 
as a theoretical framework—that is, the role of woman as mother and reproducer 
of the nation/labor force—in the Soviet context becomes explicit.  This is clear in 
Party discourse of the 1920s. Clara Zetkin, a prominent socialist working 
primarily in Germany, and a sometime Secretary of the International Bureau of 
Socialist Women, recorded the following in an interview with Lenin: 
 
It goes without saying that men and women are absolutely equal before 
the law. A sincere desire to give effect to this equality is evident in all 
spheres. We are enlisting women to work in the economy, the 
administration, legislation and government. All courses and educational 
institutions are open to them, so that they can improve their 
professional and social training. We are organizing community kitchens 
and public dining-rooms, laundries and repair shops, creches, 
kindergartens, children’s homes and educational institutions of every 
kind. In brief, we are quite in earnest about carrying out the 
requirements of our program to shift the functions of housekeeping and 
education from the individual household to society. Woman is thus 
being relieved from her old domestic slavery and all dependence on her 
husband. She is enabled to give her capabilities and inclinations full 
play in society. Children are offered better opportunities for their 
development than at home. We have the most progressive female labor 
legislation in the world, and it is enforced by authorized representatives 
of organized labor. We are establishing maternity homes, mother-and-
child homes, mothers’ health centers, courses for infant and child care, 
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exhibitions of mother and child care, and the like. We are making every 
effort to provide for needy and unemployed women.  (Zetkin 1920) 
 
Likewise, Aleksandra Kollontai, a contemporary of Zetkin and member of the 
Soviet Central Committee argued that,  
 
in the period of the dictatorship of the proletariat the family economic 
unit was ‘not only useless but harmful’ because its existence 
necessitated uneconomic ‘expenditure on products and fuel’ and 
‘unproductive labor, especially by women’.  Moreover, the family was 
the site of women’s oppression, and ‘teaches and instills egotism’… 
‘under communism… the contemporary family will disappear.  
Healthy, joyful and free relationships between the sexes will develop.  
A new generation will come into being… a generation which places 
the good of the collective about all else’.   (Ashwin 2000:5) 
 
The discourse of an individual’s responsibility to the state became 
increasingly present in the era of Stalin’s rule.  Numerous propaganda posters 
demanded that citizens serve the Soviet Union, whether by volunteering, working 
harder, or nursing children properly.  While the role of men was represented as 
‘shock’ workers, women were cast not only as workers, but also as responsible for 
moving the collective forward into a grand Soviet future by raising children.  
Stalin is cited with the following statement, “Working and peasant women are 
mothers who raise our youth—the future of our country.  They can cripple souls 
of youth.  The healthy souls of our youth and the advancement of our country 
depends on whether the mother sympathizes with the Soviet order or trails along 
behind the priest, kulak and bourgeois” (Ashwin 2000: 6).  “authorities sought to 
forge an alliance with mothers through their definition of motherhood as a noble 
and rewarded service to the state, rather than as a private matter proceeding from 
the relationship between husbands and wives” particularly in the 1920s and 
1930s” (Ashwin 2000: 11).  Ashwin adds  
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…the regime seemed simultaneously determined to undermine family 
loyalties in pursuit of the goal of ‘atomisation’, while at the same time 
strengthening the family through the restrictions on divorce and 
abortion introduced in 1935 and 1936.  The way of solving this paradox 
is to understand that the regime accepted the family, but only in its 
reconstituted form as the primary cell of Soviet society.  This implied 
that citizens—while allowed to remain in families—had to be 
constantly reminded that their primary duty was to the state.  (2000: 9)   
 
She goes on to cite the story of Pavlik Morozov, who infamously was reported by 
Soviet newspapers to have reported his father to the authorities for stealing grain. 
The historical development of motherhood and family structure is 
particularly rooted in the World War II and post-war era. Three main 
contributions of this era emerge.  First, the role of the woman/mother as caretaker 
was expanded and reentrenched.  Second, the role of woman/mother as the center 
of the home and family is reaffirmed as  the home front is symbolically 
constructed as a female space.  Finally, an idealization of the selfless 
woman/mother, who puts the good not only of the collective, but of her 
immediate family above all else, emerged and was articulated in popular media.   
Simultaneous to the physical devastation of Soviet bodies, the war 
devastated the Soviet family.  The war rendered 25 million homeless, and carried 
at least 37 million citizens away from their homes and families (Krylova 
2001:309).  These factors along with a death toll of one in three at the front left 
the majority of survivors with fragmented family structures (to this day, the ratio 
of women to men of retirement age surpasses 8:1, although this figure is 
augmented and exaggerated by extremely poor health practices among Russian 
men, particularly cardiovascular disease, alcoholism, and smoking-related 
fatalities).  The project of reuniting and reenvisioning the Soviet family had 
lasting ramifications on the way that women were constructed as mothers and 
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wives.  As Krylova notes, “Soviet writers most frequently assigned the role of 
soul-healer to the Soviet woman, within the realm of the family.” 
Krylova (2001) writes of the manner in which post-World War II 
discourses in literature and public media were instrumental in contributing to the 
construction of women as fundamentally belonging to the sphere of family and 
home, and as caretakers, healers, and supporters of psychologically weak men.  
By examining “public historical memory and the literary record” she explores the 
manner in which Soviet authors constructed an image of the Soviet wife/mother 
as caretaker and supporter of the weak or injured, otherwise incomplete, family 
member. 
Krylova describes the plotline of Wanda Wassilevskaia’s novel Simply 
Love, which chronicles the emotional turmoil of a soldier severely impaired in the 
course of his military service, and the manner in which his presence in society and 
his family is, at first, rejected by both him and his family, and then, eventually 
reconciled.  Like Tolstoi’s Egor, Grigorii Chernov, the protagonist of 
Wassilevskaia’s work, at first rejects his own personhood, unable to accept the 
stigma of his wounded body, unable to reconcile his previous life narrative with 
his current state.  And, just as in Tolstoi’s work, Chernov’s wife at first does not 
recognize him in his new and physically deformed state.  However, this 
recognizing takes on a further meaning in Wassilevskaia’s novel: when eventually 
Chernov’s wife does recognize him, the narrative continues, and the reader is 
privy to the emotional process of both characters.  Despite her initial fear that 
none of her former husband remains in the wounded shell of a body, Chernov’s 
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wife comes to care for him.  In doing so, the Soviet family and private life is 
symbolically ‘healed’, as both man a woman are reconciled into a new narrative 
of ‘head of the household’ and ‘caretaker’. 
Krylova, recognizing the dual function of these texts as both literature and 
propaganda, writes, “Images of wives welcoming mutilated and traumatized 
husbands and fiancés home functioned as a promise and hope for men and as a 
suggestion and instruction to women” (2001: 324).  Thus, she indicates the 
manner in which discourse shapes experience and life is constructed through 
representation.  “Women were to recognize in deformed, mutilated men their 
former masculine selves…the creation of a private family life in which mutilated 
men would be able to take their ‘familiar place at the head of the table’ became a 
central narrative theme in Soviet literature”  (ibid.: 324-325). In Wassilevskaia’s 
novel, Grigorii’s wife Maria becomes the instructive figure.   
 
Mariia’s rediscovery of the former Grigorii under his “helpless 
body,” under the “unfamiliar eye,” is contingent upon her discovery of 
her maternal instincts, which allows the recasting of her love for Grigorii 
within a new paradigm.  “Now she saw a new image of her love.  
[Grigorii] was not only a husband, a lover, a comrade—he was her only, 
beloved child [who] needed her protection, help and gentle care.”  
However, Wasilewskaia presents Grigorii not as a child ruled by his 
mother, but as a child devouring his life giver.  In the new symbolic 
framework, Mariia becomes the missing parts of Grigorii’s body, the 
smiling mirror that deflects Grigorii’s ugliness.  Her private life is now 
dedicated to him and is lived through him.  Wasilewskaia uses the 
suddenly invoked maternal instinct to explain Mariia’s new ability to see 
Grigorii’s former smile and his former eyes and to undertake the 
reconstruction of his former masculine self. 
“ Having worked through Grigorii’s and Mariia’s traumas, 
Wasilewskaia restores Grigorii to his past identity and reinserts him into 
the family scene.  Mariia’s destiny in this healing project is different.  
The price of her readmission to the happiness of private life is the 
fundamental restructuring—the total effacement—of her self.  In fact, 
the healing process deprives Mariia of her individual character—“wild 
instincts and sensitive sensuality—and turns her into a generic mother 
and wife. (Krylova 2001:329).  
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The generic and archetypal image of mother and wife is thus inscribed as 
selfless, un-nuanced, and devoted above all to the protection and care of her 
family unit.  The Russian woman is the soul-healer, devoted to her role as 
supporter of the husband, and center of the family sphere.  
By the second half of the twentieth century, institutionalization and 
isolation became the default Band-Aid on the issue of how to allow parents of 
children with special needs to work, and how to avoid the issues of structuring an 
accessible world. Phillips writes, “Persons with visible disabilities (i.e., spinal 
injuries, cerebral palsy, multiple sclerosis, mental problems, and others) were 
isolated in their homes, hidden from the public and thus made seemingly 
invisible.  Since disability was seen as a defect and as a tragedy, the Soviet regime 
pursued a policy of compensation” (Phillips 2002: 1). 
For those families that attempted to raise a child with disabilities in the 
home, support was insufficient. This continues to be the case in post-Soviet 
society, wherein open dialog and even sufficient descriptive language is lacking, 
medical diagnosis is under-addressed in medical training, facilities remain 
sparsely furnished, and very little funding is channeled into education. One 
fundamental problem noted by Ethel and Stephen Dunn was the utter 
inaccessibility of schools; even where Sutton praised pedagogical techniques, “no 
children with mobility or incontinence problems, or who were unable to use their 
hands, were admitted” (Dunn 1989:210).  Today, although some methodologies 
for training teachers for special schools for the blind and deaf exist, other 
impairments are ignored in pedagogic models.   
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Thus, the family members themselves become the sole resources and 
advocates for their disabled kin. Iarskaia-Smirnova writes, “The family generally 
finds itself excluded because of its special needs and forced to rely only on the 
energy and muscle power of its members.”  For example, Kikkas, who grew up 
with the diagnosis of cerebral palsy, writes, “At first, I used a walker that was 
made to special order.  Things like this were unknown at that time but my father, 
being a construction engineer by training, designed it himself and ordered it from 
the workshop of the state firm that he worked for (2001: 114)”. Further, he writes, 
“Even though my mother was (and still is) a teacher who tried to help me into 
every activity, she did not manage to get me into school (ibid.: 115-116)….” 
indicating that the educational institutions were not prepared for accessibility, 
and, more specifically, unprepared to deal with difference. 
Dunn and Dunn note a further case—that of a family with a severely 
disabled son, that managed to emigrate from Baku (Azerbaijan) to San Francisco.  
They recount: 
 
Their twenty-five-year-old son is very severely disabled with 
cerebral palsy, and perhaps also mental retardation—although 
since he is unable to speak so as to be understood by anyone 
outside his family, this is difficult to determine.  The parents 
stated explicitly that they emigrated for their son’s sake.  … The 
young man’s mother emphasized to us that she had known first-
rate doctors and concerned therapists and had witnessed at least 
one recovery that seemed miraculous. … Anyone desiring 
treatment at one of the well-known Soviet centers must get an 
admission permit—good for a specified length of stay—usually 
several months—which in the case of a condition like cerebral 
palsy (not to mention mental retardation), is quite inadequate to 
produce any marked or lasting improvement.  Patients who are 
workers in good standing can renew such permits without 
difficulty through VTEK, but persons disabled form childhood 
have trouble.  In the case in question, when the young man 
reached the age of sixteen, there were no further admission 
permits and further treatment was not available unless he were to 
be permanently institutionalized, which the parents would not 
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consider.  They were urged to seek help nearer home, but in fact, 
there was no appropriate institution for young disabled adults in 
or near Baku.  (Dunn 1989:209) 
 
While women continued to work in the public sphere throughout the 
Soviet period, their status as laborers relative to men continued to be devalued.  
For instance, in the internationally acclaimed Soviet film, Moscow Does Not 
believe in Tears, the main plot conflict centers around a man’s assertion that he 
cannot to date a woman who earns more money than he does.  Additionally, 
numerous scholars have noted the dual burden or double shift shouldered by 
Soviet women as they accepted the majority of the responsibility for caring for 
children, preparing meals, and housekeeping, while simultaneously working.   
In the post-Soviet context, the responsibility of the family is even greater 
than during the Soviet era.  Kuehnast observes that 
liberation from the control of the state has not necessarily resulted in 
more autonomy for families, given that the new states have failed to 
offer a social contract.  Families today are left to survive on their own 
with very little state support.  As a result, the cost of the post-Soviet 
transition has been transferred from the state to the household, placing 
a particularly heavy burden on women. (Kuehnast 2004: 5) 
 
The cultural values of a given family shape the response to caring for a 
disabled child (Patterson 1993: 223).  In order to understand how the stigma of 
disability acts in post-Soviet Russia, we must understand how family acts; care-
giving roles and responsibility is organized differently in the Russian family than 
in the American family.  The constructions of gender roles in the Russian family, 
and the manner in which the mother is burdened in child rearing to a greater 
extent than the father, emerge as key in the division of caretaking labor.  Ashwin 
(2000) writes, “Women are no longer guaranteed work outside the home and, at 
the same time, social benefits are being eroded and motherhood is being redefined 
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as a private institution and responsibility.  The corollary of this is that men are 
expected to reassume the traditional ‘male’ responsibilities which have now been 
abandoned by the state, but in a context in which real wages are falling and 
traditionally high-status male industries, such as mining, metallurgy and the 
military-industrial complex, have been particularly badly hit by the economic 
crisis” (Ashwin 2000: 2).  Two major consequences emerge: first, that women are 
no longer guaranteed employment/required to be employed outside of the home.  
Second, “the other element of women’s duty to the Soviet state--  motherhood—is 
being redefined as a private institution and responsibility.  While during the 
Soviet era women tended to see having children as a useful and valued service to 
society now… they are being taught that ‘only you need your child’.  The 
corollary of this is that the state will no longer assume responsibility for the 
welfare and care of the child” (Ashwin 2000: 19).  While this change in the role 
of the state in a woman’s journey as  mother has tremendous implications for the 
manner in which all Russian women experience motherhood and care for their 
children, the ramifications are especially great for mothers of children with 
disabilities.  Where once, they had forfeited a responsibility to the state with the 
birth of a disabled child, with the retraction of the state from the family sphere, 
they are instead the holders of a personal relationship to a child that belongs 
solely to them as a mother.   
“The collapse of the Soviet state has enormous implications for gender 
relations in Russia.  The institutional and ideological underpinnings of Soviet-
approved gender relations and identities have been removed: work and 
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motherhood are no longer defined as duties to the state; the traditional family has 
been rehabilitated, and the state no longer monopolizes the patriarchal role.  
Meanwhile, no clear alternative model is being imposed from above… there is 
widespread confusion and anxiety regarding the evolution of gender relations in 
post-Soviet Russia”  (Ashwin 2000: 18).   
Some Western feminists have wondered if the tendency of post-Soviet 
women to desire feminine treatment arises from the mandatory nature of work 
outside the home, which was perceived as an opportunity and choice that Western 
feminist had to fight for. Kuehnast and Nechemias (2004) argue that the neo-
nationalism that arose in the Russian Federation (as well as other former Soviet 
Republics) following the collapse of the Soviet Union was a force that encouraged 
a further return to the idea that women’s primary role is as a mother (2004: 5), 
and there has been little move to incorporate men into the childrearing process.  
For the family that must care for a disabled child, therefore, it is the soul-













A Different Motherhood 
---- 
 
In Russian, the word ulitsa, street, has a shade of meaning quite different 
than in English.  Where English speakers ‘go outside’ for a walk or a breath of 
fresh air, Russian speakers go ‘onto the street.’  While at first this difference in 
connotation and usage left me bemused, after a few days in the village, the nature 
of the word began to emerge. With few actual cars, and large areas of public 
outdoor space that belongs to no particular family or building, in the village few 
“roads” are demarcated, and all of this area is considered a viable thoroughfare.  
Ulitsa in fact refers to all of the public area around and between buildings that 
supports traffic, on foot or otherwise. Russians also tend to sit on the street in a 
different way than westerners do.  At any daylight moment during the May that I 
was in Petrushka Junction, residents were sitting about outdoors—on stoops and 
benches—or walking to and from one of the small groceries.  Often women spent 
time in the large yard area between buildings hanging laundry, beating rugs, and 
socializing.  The tendency of residents to spend time outdoors is a consequence of 
the very small size and overcrowding of apartments, and relief that the frigid part 
of Siberian winter has ended (although the late spring that May brought a surprise 
snowfall just in time for my May 23rd birthday).  Traffic on the ulitsa in Petrushka 
Junction has a typical pattern—which is indicative of the social makeup of the 
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village.  During the day, it is mostly retired people, the unemployed, and children 
not yet in school, who take over the street.  In the evening working women gather, 
and school children swarm about.  As night falls, young men and rough women 
gather around one store, which is open late; they rev motorcycles, shout and cuss, 
and drink beer from two-liter plastic bottles. 
This village space holds a depth of cultural meaning: the ulitsa is the space 
where residents of the village act out their social roles, where the symbolism of 
these roles is inscribed and enacted.  As the only foreigner in the village, I 
experienced firsthand the pervasive publicness, and meaning-laden nature of each 
outdoor move that I made: in a settlement of 600 people, everyone knew who I 
was, and could guess where I was going.  Each movement was noted by 
onlookers, and my very presence on the street sparked intense curiosity: I was 
liminal, evading any previous social categorization.   
The same was true for Sophia24 and my other informants; as mothers of 
‘defective’ children, they found themselves rendered different.  Each of their 
movements was somehow different in tone than that of other mothers in the town.  
Bringing their children outdoors to play, or on frequent trips to the local clinic, 
child on hip, their child’s difference was visible in his or her extraordinary 
medical needs, physical movements, and social interactions with other children.  
In turn, the daily concerns, ins and outs of motherhood were different for Sophia, 
Tatyana, Maria, Larissa—for each mother of a child with special needs in the 
village. 
                                                
24 Sophia is my key informant, introduced in earlier chapters.  For a list of pseudonyms used in 
this document and characteristics of informants referenced, please see the table on page 101 
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In this chapter I use a theory of the semiotic self to communicate the 
personal narratives of my informants and to demonstrate the manner in which 
their lives were constructed as categorically different than those of their peers.  
Particularly, I intend to show how mothers of children with disabilities occupy a 
liminal state in their community, evading categorization and existing outside of 
inscribed social roles.  While several scholars have recognized this phenomenon 
of mothers of children with special needs in the US finding themselves outside of 
the dominant paradigm and struggling to reconcile their new responsibilities with 
their former notions of self (see, for example: Stockall 1), I extend this notion to 
Russian women.   In fact, for Russian mothers, this issue is aggravated by the lack 
of meaningful available social and medical support, and cultural gender roles that 
disavow fathers of responsibility and place responsibility for family life on 
mothers.  Iarskaia-Smirnova writes,  “Russian mothers of children with 
disabilities face a complex crisis, and there is not yet an accepted institutional 
framework in Russia from which to examine that crisis as a women’s issue” 
(Iarskaia-Smirnova 1999: 68).  How does this ‘crisis’ unfold in a gendered 
analysis?  What does it mean, on the ground, for mothers to bear the weight of 
family responsibility?  Here, I examine personal narratives of mothers of children 
with disabilities in Petrushka Junction through the notion of the semiotic self (as 
described by Rogers and Swadener 2001) as an access point to examining this 





The semiotic sel f and the l i fe cyc le 
Disability, Henri Jacques Stiker writes, is located at “the intersection of 
the individual image of oneself and the collective image of the group, the 
intersection of the paths between phantasm and cultural representation” (Stiker 
1999: 356). Our notions of self are thus a conversation between the internal 
narratives that we experience and recognize as self, and the socially constructed 
identities that we act out and embody as recognized by those around us.  This 
symbolic representation of the self that we construct is in opposition to and 
conversation with an implicit and pervasive paradigm of cultural expectations for 
the life cycle is what has been termed the semiotic self (see: Wiley 1995; Rogers 
and Swadener 2001; Rawls 1996).   Each of our decisions about who we are and 
who we will become in life are fashioned after “texts of adult potentiality that 
[our] cultures make available” (Rogers and Swadener 2001: 4).  Our 
understandings of Self are based on linguistic symbols of identity, or as Nancy 
Stockall writes, the Self is “a continuous flow of consciousness mediated through 
language” (2001: 121).   
As we progress through the life course in our given culture and society, we 
continually ask ourselves what it means to adopt a new identity.  We construct for 
ourselves what it means to be a high school student, a college or university 
student, a young professional, an aunt or uncle, a mother or father.  With each 
new point of liminality and symbolic, culturally recognized rite of passage, we 
consciously and unconsciously adjust our inner and outer selves to reflect our 
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constructions of our new and ever-changing identities.  We are constantly 
becoming, ever-shifting mirrors of the cultural milieu, acting out social roles.  
Particularly, the cultural paradigm engenders certain tropic identities, which, in 
turn, we embody and cast off.  In the cultural context of Petrushka Junction, these 
cultural tropes become the normative means of social categorization: wife/mother, 
father/worker, child/student, drunk, grandparent, and so forth.   
Occasionally in the life course comes an event that dislocates us from our 
imagined narratives of self, disconnecting our lived experience from the symbolic 
cultural identities that we have claimed.  Stockall indicates that the birth of a 
special needs child may be such an event for a mother.  No longer able to occupy 
the symbolic form of mother that she has imagined, and without symbolic role 
models, she may feel that she is disconnected from her Self, and from her future.  
In such a scenario, Stockall describes a process of ‘reconstructing’ the Self (2001: 
118).  Or, as Rogers and Swadener note, “acts of self-authoring do not simply 
eventuate from moving into a pathway created by other actors; such acts may 
require breaking away from or leaving expected lives, even challenging what 
constitutes a life”  (2001: 5).  This description becomes a powerful lens for 
examining the experience of my informants. 
The theme of this chapter is the manner in which mothering a disabled 
child implies a necessary departure from the typical categorization of ‘mother’ in 
the Russian cultural realm, and their child’s impairment separates them from their 
“expected lives”. The stigma of otherness and exclusion applied to disabled 
children (for discussions of disability and stigma, difference and liminal status, 
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see: Goffman 1963; Stiker 2001; Murphy 1987; Jackson 2005) is also extended to 
their mothers, who, by giving birth to such children have also entered a liminal 
plane, neither mothers as the Soviet mother is depicted in her role as reproducer 
of the workers (women who bore more than three children were regarded as 
heroes, and celebrated with medals), nor are they non-mothers, as they have given 
birth and are consumed with the task of caring for a child—a child, however, that 
will not join the workforce. 
For mothers of disabled children in Petrushka Junction, work, familial 
relationships, social networks, and relationships to human services and 
educational/health resources are all altered in this paradigm.  As these attributes 
of the public self are altered, compromised, and recognized as different, new 
narratives, strategies, and social selves and networks must be constructed.  The 
stories that these women tell themselves about who they are, who their families 
are, and how they are related to their world must change.   
 
An absolutely dif ferent l i fe :  rebuilding the l i fe cycle  
As a foreigner and stranger in Petrushka Junction, I elicited much 
curiosity.  Invariably, conversations with new acquaintances turned to my life, 
particularly, my family life.  Did I have children?  Was I married?  Engaged?  
Questions that may seem absurd in the context of my life as an undergraduate at 
an American liberal arts college, in the context of village life were perfectly 
reasonable.  At twenty-one, I, at the very least, should be marrying soon.  Many 
women my own age had already given birth to one or two children (although 
 79 
pregnancy before marriage or graduation from high school is frowned upon).  
And, most significantly, as an adult woman, the rhythm and purpose of my life 
was assumed to be composed with the concerns of family and establishing my 
own household.   When the reciprocal nature of these conversations led me to ask 
women about their own life plans, they often replied that they had few plans for 
the future beyond raising children.  
To come of age as a woman in Petrushka Junction involves a journey 
through various symbolically recognized life stages.  The progression of life 
stages includes girlhood, including attending the local elementary school and 
playing amongst children; adolescence, wherein the child becomes a woman, 
setting her horizons beyond the horizon of the school and family of origin, and 
signifying a sexuality; and, with graduation from the local school, the prospect of 
being married to a man with a job, finding a job for oneself, or, for the ambitious, 
applying to university in one of two relatively nearby cities.   
The most dramatic point of liminality is the entrance into motherhood.  
This passage into motherhood is both commonplace and expected, and, as implied 
by my interactions with local women, central to social identity.  In a village where 
little transpires from day to day, the business of village life for women is focused 
on childrearing, and the repetitive acts of khoziastvo, housekeeping and 
reproducing a means of life for the family unit.  
The most common manner of defecting from this life cycle was escape 
through alcoholism.  Both women and men in the village become alcoholics, and 
live on state support or the meager subsistence farming and kindness of elderly 
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parents or more upright siblings.  These individuals occupy a recognized and 
stigmatized social role: they are the ones who have given up, and, they occupy the 
lowest position in the village.  Often, both husband and wife will be alcoholics; or 
a single individual living in the household of family members (typically parents, 
siblings, or adult children).   
On the ulitsa, Sophia often pointed out to me children who were neglected 
by parents who spent the day drunk and unemployed.  This was an important 
distinction for my informants: although they occupied a type of motherhood that 
differed from the norm, and relied partially on state pensions, it was important 
that they established themselves as occupying a social role that was different from 
that of the alcoholic mother, the other, more common, stigmatized strain of non-
motherhood. 
For Sophia and the other women whose passage into motherhood was 
rendered different by the birth of a disabled child, the process of personal 
narration and definition created problems. Their experience of mothering is 
different, and this difference acts as an obstacle between the envisioned trajectory 
of life course, and the personal reality of present and future.  This struggle of re-
envisioning, of defining oneself as neither a mother as is the norm, nor as a 
despondent mother, an alcoholic, became one of the central issues of their lives.  
Sophia has devoted much thought to this issue, what she calls “the psychological 
complexes of parents of disabled children”, and has written a paper on this topic, 
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which she shares with other women in her community, and with mentors, friends, 
and teachers in the city of Irkutsk, where she has taken courses on education25.  
In this work, looking back on the early years of her life, Sophia wrote,  
Now, having analyzed these past years, I can say, that I lived an 
absolutely different life… How is it possible for a young woman, who 
has dreamed of her first born child, who has built such plans in her heart: 
how she will raise him, talk to him, how he will look at her, hang on to 
her hand, how he will smile, and everything else.  And that’s what 
happens—if the baby is born healthy.  How is it possible for her to 
understand that in front of her stands an absolutely different life?  Like 
this and like this and like that.  No, it’s not possible.  I had no such 
model for my future life.  The future was dark.26 
 
As a result of their child’s impairment, my informants found themselves re-
envisioning their life-course, family structure, and role in the community. 
Specifically, the lives that they found themselves leading were distinct from those 
that they had imagined for themselves, or those that their peers were living around 
them.  Here, I retell the narratives of my informants through a series of life stages 
that emerged as common to many of these women.  These narratives and life 
stages are rife with tragedy and vastly different from the lives that my informants 
had imagined for themselves during their Soviet childhoods. 
For my informants a major moment of departure from their former lives 
came with the social upheaval of Perestroika, and, as a result, the uncertainty of 
bringing children into a failing society. In Siberia, the collapse of the Soviet 
system in the perestroika years of the 1980s left the entire economy in ruins.  
                                                
25 Sophia’s writings serve as a sort of self-therapy, a way of professionalizing her work at the 
school, and as something to be shared— support for younger mothers of children with disabilities 
in the area. 
26 Сейчас, анализируя прошедшие годы, я могу сказать, что прожила совсем другую жизнь… 
Но как же можно молодой женщине, которая мечтала о первенце, строила в своих мыслях 
какие-то планы: как она его растит, что ему говорит, как он на нее смотрит, тянет к ней 
руки, улыбается и все остальное, и так и бывает, если ребенок родился здоровым.  Как ей 
понять можно, что ей прeдстоит прожить совсем другую жизнь.  Вот такую, такую и такую.  
Нет, это невозможно.  Такой модели предстоящей жизни у меня не было.  Впереди была 
темнота.   
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Because goods and farm products were distributed via centralized avenues, the 
work performed had no market value, and the products had no consumer base.  
Life in the town came to a stop during these years: the factory paid its workers, if 
it paid them at all, in flour; whole families survived on the potatoes they could 
grow; the collective farms which raised pigs and cattle were without the 
infrastructure needed for continued production.   
Thus, the environment into which my informants bore their children was 
one of great turmoil and civil chaos.  Sophia was lucky to be employed as a 
teacher in the local preschool; likewise, her husband was lucky to be employed in 
the factory, which continued to function in bankruptcy, unlike the collective farms 
surrounding the settlement.  Other of my informants were at this time living in 
various nearby towns and settlements, struggling to maintain their lifestyles under 
the economic and political duress of the time. 
Nadezhda, the English teacher in the village, recalled to me that during the 
final years of the 1980s and the early years of the nineties, she managed to raise 
her two children and keep them healthy only through growing potatoes, and 
making dairy products to eat and trade from the milk of the cow the family was 
lucky enough to own.  She herself, as a schoolteacher, was not paid for months at 
a time, and her husband was also often without pay or underpaid: the entire 
economy was in crisis. 
The struggle to reproduce life during the perestroika period was 
compounded for my informants by the birth of their children.  Suddenly the 
mothers of defective children, they found themselves simultaneously marginalized 
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and in greater need.  Stockall discusses the manner in which each culture marks 
birth with a series of symbolic rituals.  When a woman experiences an abnormal 
birth process, or one marked by a disabling diagnosis, or later, her infant fails to 
meet developmental expectations (recognizing parents, sitting up, walking), the 
normatively “ordered sequence of events” is not experienced; as a result, the 
mother and child cannot engage in the codified rituals, which “signify successful 
transitions from one stage to the next” (Stockall 2001:124).  This departure from 
the processes and customary stages that for a cultural group signify “birth” and 
“motherhood”, may become emotionally devastating, as the mother is unable to 
recognize and categorize her experience, or reconcile her experience with her 
understandings of self. 
Washing dishes or eating lunch in the village, I often asked Sophia to tell 
me about her son’s early childhood.  Many of her memories are of times when 
Vova was ill, refusing to eat or seemingly in pain.  Many of her stories from this 
period began with the phrase, “One time, we were lying in the hospital27…” and 
went on to explain a particular period of sickness in Vova’s childhood, or an 
altercation that Sophia had with a nurse or doctor.  Russians regularly use the 
idiom of literally lying in the hospital, but Sophia’s use of the collective verb is 
unusual.  Although actually only her son was ill, she uses we when she speaks of 
hospital stays. The care in post-Soviet hospitals, for any individual, is so sparse 
that family members are expected to care for the ill person, preparing their meals 
and washing their bed linens; the bulk of personal care and attendence, in the 
West assumed by nursing staff, is, in the Russian Federation, borne by the family, 
                                                
27 Мы лежали в больнице... 
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that is, cheifly by female family members. In using we in relating these tales, 
Sophia alludes to the constant attention that was necessary to keep Vova safe and 
insure that he received treatment.  Additionally, she includes herself in his 
suffering, and indicates that she was also suffering.   
One of the most trying aspects of the infancy and early childhood of 
special needs children in these narratives is the sense that the mothers are the 
children’s only advocates.  Faced with a medical system that is large, ineffectual, 
and bureaucratic, the women often found, and continue to find, that specialists 
and hospital doctors (i.e., those with access to resources and without the personal 
responsibility inferred by living in the same village) have little investment in the 
health of the children, or in the relative sanity of their mothers.  The way that the 
system is organized tends to place all responsibility for the child’s welfare on the 
mother.  
Sophia was informed by doctors upon her son’s birth that he was ‘ill.’  At 
the time, she was given very little information as to the implications of this 
statement.  His diagnosis, eventually, was settled on, and Vova is now considered 
to have the syndrome or condition of DTsP.  This diagnosis is often translated 
into English as Cerebral Palsy; however, the reality of diagnosis in the Soviet 
medical system is actually limited by an insufficient range of terminology.  
Several sources have documented the application of this term to children with a 
variety of impairments that would warrant various diagnoses in English.  For my 
informants, this meant that their children with widely different syndromes and 
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needs were prescribed the same remedies. This further indicated that the medical 
system had very little interest in the actual care of these children. 
 The medical system itself was and continues to be shoddy at best.  
According to the US Census Bureau, the region of Eastern Siberia (which 
includes Buryatia and five other provinces), had the highest infant mortality rate 
of all regions in the Russian Federation in 1993 and 1994 (Kingkade 1997: 5).  
The system of specialization of medical professionals meant that in order to 
receive appropriate care, many mothers were advised to take their infants to Ulan 
Ude or Moscow.  Equipment and sanitary conditions in Russian public hospitals 
continue to lag far behind Western standards.  Availability and quality of 
medications were especially problematic in the late 1980s and early 1990s.  
Diagnosis and prescription of medication differ in the Russian system from 
Western practice.   
Frequent misdiagnosis, not only in Buryatia, but also in Russia as a whole, 
indicates related issues of lack of adequate availability of information and training 
in the medical realm of special needs, as well as feeble attempts to stretch a lack 
of treatment resources.  Amnesty International has documented misdiagnosis as a 
problem in Russia.  Amnesty International has conducted studies of this issue, and 
finds the problem of misdiagnosis to be pervasive and intertwined with other 
shortcomings of healthcare for children.  According to one article, a Moscow 
activist explained misdiagnosis as occasionally intentional.  “Doctors in Russia 
are too quick to diagnose a child with a severe illness.  Such diagnosis can 
influence their life.  If a child was diagnosed as autistic, he or she could not get an 
 86 
education, as there were no schools for autistic children.  That’s why we had to be 
inventive—we would diagnose a child as mentally retarded so that they could go 
to school”(Amnesty International).   Although this aspect of intentional 
misdiagnosis was not present in the stories of my informants, a sense of confusion 
and ambiguity surrounded their understanding of diagnoses.  
This problem of ambiguity in diagnosis was noted on multiple occasions 
by my informants, particularly by Larissa, who is both the mother of a girl with 
Downs Syndrome and one of the pediatricians at the local clinic.  Larissa asked 
me more than once if I knew anything about the diagnosis of DTsP in the US.  As 
a physician, especially, she was interested in a newspaper article she had read 
about a mother and daughter in Ulan Ude, who were able to travel to the US for 
treatment, where, Larissa read in the article, they were told that there is no actual 
equivalent to that diagnosis in the US.  All I could answer her on this issue was 
what I had gathered from the aforementioned article, and to note that Cerebral 
Palsy is considered to be a physical disability, and not related to learning 
disabilities in the US, and that children with Cerebral Palsy may attend public 
schools and study as do other children. 
Sofia told me of one doctor, who is considered the best in the region—yet 
everyone says, and everyone knows—that he almost always diagnoses DTsP.  
“Just look at Vova and Lyuba, and then look at Tolya and Sasha,” she told me, 
indicating children with very different ‘symptoms,’ all of whom have been 
diagnosed with DTsP.  “It didn’t matter much,” she said, “they were all drinking 
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the same [medicine],” referring to the remedies that doctors prescribed to children 
with disabilities, to Sofia, seemingly indiscriminately. 
This blanket prescription of a single medication is noted by Iarskaia-
Smirnova, and linked to the tendency of the medical establishment to defer blame 
and responsibility for a child’s illness onto the family. Citing a widely distributed 
medical manual, she notes the recommendation of the widespread prescription of 
low-grade sedative.  She writes that it is recommended that 
the medication glycine, an amino acid with a calming effect, “be 
prescribed when the child experiences deprivation from the parents…. 
One should remember that the patient’s microenvironment (especially 
family) is the main provoking and the main therapeutic factor.  
Therefore, Glizin may be considered as atypical ‘family’ medicine, and 
it should be recommended as a medicine for mother, child, 
grandmother; alcoholic patient, his wife, etc.”  The wide-scale 
prescription of glycine by the Russian population is thus being 
suggested by the Health Care Ministry as an easy way for dealing with 
child abuse, family violence, alcoholism, and other severe social 
problems (Iarskaia-Smirnova 1999:79). 
 
Beyond the most basic fact that such a solution to social problems is negligent and 
ineffectual by first world standards, we can note in the cited passage two 
implications.  First, that the official literature of the Russian system of medicine 
considers the special needs of the child to be a reflection of insufficient care, or 
non-nurturing stimulation in the home environment, and, second, that, as a result, 
the treatment of children with birth defects and other special needs is here 
categorized as a social ill, in the vein of moral failing on the part of the parents.  
A further hardship that parents of such children face in Petrushka Junction 
and surrounding regions is a lack of access to necessary medical care, both 
financially and geographically. During the perestroika years, even with 
recommendations and doctors’ advice, families often did not have access to 
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appropriate treatments.  For instance, Sofia recounted to me that especially during 
the years following perestroika, it was almost impossible to find medicine.  Local 
doctors and Aleksandra, who worked in the pharmacy during that time confirmed 
that the shelves of the pharmacy were empty, and there was often no (previously 
state-manufactured) medicine available.   
Aleksandra told me the story of her difficulty in finding appropriate 
medical care for her daughter.  A trained pharmacist herself, she told me that 
since Lyuba’s birth, she has, in many ways, lost faith in medicine.  After her 
daughter’s premature birth, her own recovery from a cesarean section procedure, 
and Lyuba’s initial months in the hospital, she later learned that her daughter had 
health complications, diagnosed variously as DTsP and blindness.  Aleksandra 
traveled with her daughter to Moscow twice before she was seven.  These trips 
she was able to fund because both she and her husband have (relatively) well 
paying, steady employment.  Sofia, on the other hand, noted that such trips 
seeking treatment were out of the question during her son’s childhood, because 
economic conditions would not allow her to pay for travel.  
Even now, long after the upheaval of perestroika, the mothers continue to 
exist in conflict with medical specialists.  Tatyana told me of a time in the spring 
of 2005 when she traveled to Ulan Ude with her daughter, whose cerebral palsy 
affects her stride, in order to visit a specialist to get specially fitted shoes.  After 
waiting for hours to see the specialist, they were told, along with three other 
patients still waiting, that the doctor had gone home for the day.  This type of 
blatant disregard for the well-being and convenience of patients, especially 
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patients with disabilities, was reiterated time and time again in the stories of my 
informants.  Tatyana was put in the situation of advocating for herself and her 
daughter to an indifferent official.  Despite her outrage, Tatyana attempted to 
cajole the receptionist into requesting that the specialist return and accept the 
remaining patients.   Failing this, she managed to convince the receptionist to 
allow them, at least, to be first in line the next day, ensuring that they would be 
seen.   
Stockall notes that in the context of the US, the tendency is to define 
individual children, and, by extension, their mother/advocates, by their 
impairment, which medicalizes interactions and acts to detach the mother from 
her other social identities. 
This pathologizing discourse positions individuals as objects of study and 
creates a power/knowledge regime (Foucault 1971).  Signs are marked as 
pathological by those in authority (i.e., physicians, teachers, therapists) 
allowing them to gain power and control over others, specifically, parents. 
Furthermore, these social discourses reflect back upon the parent and the child 
contributing to their social identity.”  
Stockall 2001:127 
 
Likewise, my informants describe numerous occasions like Tatyana’s: they are 
constantly negotiating their rights in situations where they are at a power 
disadvantage as compared to an official who is representing, on some level state 
bureaucracy or coming from a position of  education and power. 
Not long after Vova’s diagnosis, it became clear that Sophia was being 
encouraged by doctors to place her son in state care, as this was the default 
practice during Soviet times—‘freeing’ the parent to work, while the child 
became a resident of one of many state orphanages. Iarskaia-Smirnova documents 
the same predicament: 
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The struggle faced primarily by women choosing to raise children with 
disabilities at home must be understood within the context of decades 
of professional medical advice to parents that they place their children 
in state institutional care and “try again” for a child without “defects”.  
These institutionalized “orphans,” once diagnosed as uneducable at age 
four, have been routinely confined to inadequate, understaffed 
facilities, are frequently bedridden, and sentenced to a life of neglect, if 
not abuse.  In addition, parents who desire to care for their children 
have been warned that they and their children will be outcasts in 
society because of deep cultural beliefs that even minor physical or 




Sofia shared with me an essay she later wrote about this time period: 
“How could I possibly have put my child into a home for invalidy, knowing what 
went on there?  Even now they are not sweet to the children there.  It is like 
sentencing a child to a long, slow death.”28  Instead, she chose to care for her son; 
in doing so, she altered her social condition, and stepped outside of the paradigm 
and imagined realm of the prototypical Soviet family.  She was left with the 
necessity of caring and advocating for her son largely on her own, the stigma of 
negotiating her marginal status as mother of a deficient child, and the personal 
trauma of reenvisioning what her life as a mother would look like. 
Choosing to bring her son home, Sofia was left with a daunting task and 
very little support. The Russian sociologist Elena Iarskaia-Smirnova has 
conducted research with mothers of disabled children in the city of Saratov, and 
writes, “sources of help for families raising children with disabilities that are well 
established in the West—such as books and other reading materials about raising 
a child with a disability, parent support groups, and education for parents—are 
absent in Russian women’s narratives” (Iarskaia-Smirnova 1999: 78).  Sofia was 
                                                
28 Да кaк же можно сдать ребенка в дом инвалидов, зная, что там творилось!  Да и сейчас там 
не сладко детям!  Сдать ребенка на медленную мучительную, долгую смерть. 
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constantly struggling to coax her child to eat so that he could gain weight, and to 
give him therapies to encourage him to walk.  Simultaneously she was subject to 
the presumptions of doctors, who, as noted above, tended to blame children’s 
impairments on their mothers; Sophia was accused of alcoholism on numerous 
occasions.   
The burden of this guilt, according to Sofia, rendered many mothers 
isolated and depressed.  In her writing, she recalls the emotion of helplessness: 
“Why did this happen to me?  This stupid, unanswerable question tortured me day 
and night, summoning tears and self-pity”29 Alienated from their own families, 
these women feared talking to their peers with healthy children, as they did not 
want to be forced to compare their situations and draw sympathy.  During her 
own son’s youth, she even felt isolated from other mothers.  She writes, “my 
pain—it was only my pain.”   
Despite her knowledge that other mothers of special needs children were 
going through similar scenarios, visiting doctors, sitting in hospitals, taking 
vacation day after vacation day in order to care for their children, Sofia could not 
connect to them. Sofia told me in an interview that she was afraid to talk to other 
mothers of children with disabilities—she even surmised that they might find it 
offensive to consider their children, in light of different types of impairment, to be 
in the same category of difference.   And, indeed, as a kindergarten teacher, she 
offended one mother by suggesting that her son’s development indicated that he 
may have intellectual impairments.  Mostly, as a result, Sofia told me, she 
                                                
29 «Почему это случилось именно со мной?»-- этот тупой, не имеющий ответа вопрос терзал 
меня день и ночь, вызывая слезы и жалость в себе.»  
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considered her son’s disability “a cross to carry,” a hardship that she alone must 
bear. “In spite of [seeing other mothers in similar situations],” she wrote, “I 
became more and more lonely.  Now I understand that this was going on with all 
the moms who were raising problematic children.  We, it would turn out, related 
one to another or to the group, but each individual felt lonely all the same.  Each 
shrunk into herself.”30 
--- 
Sophia once commented to me that fathers do not help with the school.  
Later, looking over the newspaper articles about Chrysalis that Sophia had saved, 
I noticed that she had told one reporter that fathers often leave families of children 
with disabilities or become alcoholics, and the mothers must carry on with 
strength.  One afternoon, sitting at the lunch table with Sophia and a few other 
teachers, I asked about this issue. “Why do you think that?” I wanted to know.   
“It is not a thought,” she said quite sharply, “but it is considered a fact that 
the father begins to drink.  Or he leaves the family.”  She shook her head, and 
tried to explain the unexplainable. And, indeed, according to the school records, 
there is a high incidence of single parents among the children who have attended 
the school.  And all are mothers.  Iarskaia-Smirnova made similar findings in her 
work, indicating that the failure of father figures is not unique to Petrushka 
Junction.   
                                                
30 Но не смотря на это, я становилась все более и более одинокой.  Сейчас я понимаю, что 
это было у всех мам, которые растили проблемных детей.  Мы, казалось бы, общались друг 
с другом или группой, обсуждая одни общие проблемы, но каждая сама по себе была все-
таки одинока.  Замкнута в себе.   
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In fact, the failure of father figures is not entirely singular to families of 
children with disabilities, as Susan Crate has noted in her work with indigenous 
Siberian populations.  She writes, “The post-Soviet female tendency to “keep the 
household together” through overwork and the maintenance of social networks 
compensates for male irresponsibility.  The central role of women and the 
alienation of men is the same picture in many post-Soviet settings” (Crate 2004: 
128).  However, by all accounts in the village, the incidence of alcoholism, 
abandonment, or other socially irresponsible behavior was the norm in families 
with special needs children. 
 What Sophia did not add at the lunch table, but her friend Marina told me 
in confidence later is the third manner in which men abandon their families: 
suicide.  This was the case with Sophia’s husband.  The story goes that her 
relationship with her husband deteriorated, as Sophia was forced to devote more 
and more attention to Vova.  She had since given birth to their second son, on 
whom her husband doted, often ignoring Vova, and subtly punishing Sophia for 
her attentions to him.  Her husband also drank, and became increasingly abusive.  
Marina told me that she used to worry that one day he would hit Sophia too hard.  
Eventually, after finding Sophia in a particularly bad state, Marina called the 
police.  While he was in the cell at the station, Sophia’s husband hung himself.  
This is the most tragic story, but it is also the only story that was related to me in 
detail.  It is possible that it is only one of many such tales. 
Naturally, the strain on this relationship adds to the burden on the mothers.  
Iarskaia-Smirnova noted that one woman, speaking of her relationship with her 
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husband, said, “nerves are strained of course.  In everything you feel yourself to 
be deficient somehow” (Iarskaia-Smirnova 1999:72).  
But, despite the tendency of women to feel responsible for these crises, in 
fact, the problem is far more pervasive than can be explained by the stress of 
raising a child with special needs.  Nadezhda, the English teacher at the local 
school, told me that the phenomenon of men of her generation falling into 
drinking, suicide, and general disarray is so unavoidably apparent that she read an 
article in an Ulan Ude newspaper describing “the crisis of the forties,” stating that 
men of that particular generation suffered especially with their inability to provide 
for their families through perestroika, and many turned to alcoholism and suicide.  
A similar thought was echoed in the stories of Marina, whose husband, once a 
beloved teacher had turned to drinking, eventually leaving town and losing 
contact with the family, and by Aleksandra, who noted that her own father 
sometimes comes into the pharmacy where she works to say hello, and people ask 
her, “who was that homeless guy?” 
The most straightforward answer to the question of the failure of many 
men to adequately take on the father role is that given by Tatyana: “they are lazy.”  
Sofia was a bit more fair-handed, though also critical.   “On the one hand,” she 
said, “[the parents] both live through it—often, one takes care and the other 
breaks.  But, more often, it is the dad that breaks. …Women need support in life.  
And men, Russian men, are egoists.  …They say that having a husband in the 
family is like having one more child.”  Thus, a major factor in the discussion of 
how disability comes to rest on the shoulders of mothers is this crisis of 
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masculinity, and what many Russian women perceive as the ‘weakness’ of 
Russian men.  It could alternately be explained as a frustration of gendered 
expectations that men provide for a family in an environment that does not allow 
them to do so. 
--- 
Left as a single parent, Sophia struggled to provide for her two children on 
only the tiny pensions paid by the regional government to the children for their 
father’s death and to Vova for his diagnosis.    When she was able to, Sophia 
worked at the local preschool, bringing her children to work with her.  She was 
constantly negotiating daily problems: when Vova was still unable to walk 
steadily at the age of six, she learned that he was easily able to move about on a 
tricycle, which became his self-propelled wheelchair.  When Vova was denied 
acceptance to the first grade at the local school, which has no special education 
facilities, she noted a policy clause that allowed Vova to stay at the preschool 
until the age of nine.   
The difficulty in adapting the employment structure of the parents to the 
needs of the children has been documented by Russian scholars.  Y.V. Kulagina 
(2004), in investigating employment strategies of families with disabled children, 
called for a gendered mode of approach to this issue, because she found that most 
often it was the mother who adapted her social-economic activity in order to 
maintain the family’s way of life (for comparable observations in a South Asian 
context, see Agarwal 1994).   
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 Kulagina notes that the precariousness of employment strategies are 
confounded in single parent, specifically, single-mother situations.  One of her 
informants noted, “I haven’t quit working because I am raising my child alone. 
His future treatment is dependent on this, money is necessary for everything.  
Even if I had a whole family, I would still work” (Kulagina 2004: 87).    
Most importantly, the necessity of earning income often came second to 
caring for children.  Sophia, for years at a time lived off of meager pensions and 
the kindness of neighbors, in order to stay at home with Vova. She was often 
hungry, and struggled to feed the two children.  Kulagina noted similarly self-
effacing strategies of her informants. One woman explained: “My work must be 
such that it doesn't disturb the medical regimen of my child and allows me the 
maximum amount of time with him.  I have worked as a cleaning woman, then as 
a doorwoman, then in mechanical repairs work.  I went out during the hours that 
the baby was sleeping—nighttime, late evening, early morning.  I went and 
worked, and then the whole day I was at home (Kulagina 87).”  Regardless of the 
choice these women made, Kulagina notes, they invariably qualified their 
decision with the firm belief that they had chosen what was 'best for the child.' 
The narratives of these women all come back to questions of education for 
their children. The notion of asserting one’s role as mother comes to the forefront 
in the struggle to educate a child.  Central to this issue is the perception of my 
informants of their children as children, and thus, themselves as mothers and 
caretakers, while the state-funded medical and educational apparati continue to 
fail to see their children, or to view them not as individuals, but as deti-invalidy, 
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part of a burdensome and undeserving mass.  In the eyes of the state, these 
children are without future, and without deserved rights, a position that is 
demonstrated by the lack of options for these children, the absence of an effort to 
nurture these children, to help them grow and be healthy.  There is complete 
rehabilitation, or there is liminal status, the nothingness of the unseen and uncared 
for. 
For example, Sophia had a run-in with an insensitive doctor when seeking 
a prescription to the Sanatorium31.  Her request for the prescription was met with 
the comment, “Your son is too [seriously] disabled.  Why should the state spend 
money on a child that will never be rehabilitated?”  Embedded in this statement is 
a notion of rehabilitation that implies the goal of total normalization of difference 
or impairment.  The goal of medical and educational treatment as provided by the 
state is to restore individuals to a level of social normalcy and functionality that 
renders them indistinguishable from the larger population; such a model leaves no 
room for difference, or for social integration of individuals with special needs.  
Instead, those deemed too serious are considered impossible to rehabilitate, and 
cast aside in asylums or, if their families choose to care for them, as non-
integrated, non-members of the broader society.  For instance, I learned of several 
cases in Saint Petersburg of adults with disabilities who lived in a sibling's 
apartment, and never were permitted to venture outside. 
There is no space for children with special needs in an already under-
funded public school system—teachers are not trained or expected to include 
                                                
31 The sanitorija, a staple of the Soviet medical system, is a sort of residential treatment center for 
the chronically ill. Children, with the recommendation of a doctor, may be accepted to spend a 
period of time at the sanatorija to receive treatments and therapies. 
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children with special needs in their classes.  Some children may attend classes 
with their peers, and receive a certificate in place of the regular diploma.  
However, the two cases in which this occurred that I know of this in Petrushka 
Junction had poor results: although the children sat in classes alongside their 
peers, they were largely ignored by already overwhelmed teachers, and learned 
little.  Sophia told me, “there is not yet any developed system of special education 
in public schools in Russia.”  After a moment, she added, “—well, maybe 
somewhere, but not here.”  Thus attending the usual school is an option that often 
results in negligible education for the kids who can slide by, while for children 
with more serious (or, arguably, visible) disabilities, such as Sofia’s son Vova, 
whose illness and needs were more intense, it is not an option in the first place. 
Most kindergarten/childcare centers will not accept children with special 
needs, although Sofia’s position as a teacher in Petrushka Junction allowed for an 
exception.  This means that from birth to age 7, when applying to a specialized 
school becomes an option, there are no support services offered for childcare.  
Mothers must stay with children themselves, or find friends or relatives.  As a 
result, mothers often are forced to make the decision to stay at home with 
children, significantly reducing the household income, as well as their own social 
realm, or to move in search of better school options for their children, thus 
jeopardizing their employment status.  The testimony of Tatyana gives voice to 
this issue. 
When I was in my fifth year [at the Teachers’ institute]… I had a 
family, I was doing my practice teaching [high school level] math, and 
I decided to have one more kid.  And then it turned out that the child I 
gave birth to was an invalid.  At fifteen months she got sick, and it 
turned out that I didn’t make it through exams.  And so, I have an 
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unfinished higher degree.  After that, I worked for two years in a 
Dyetski Sad as an instructor, and then in a different Detskii Sad.  That 
whole time Tanya was with me. …So I worked in the Detskii Sad, and 
then for six years we sat at home.  Because …in general, during the 
time I was working there, the older she got, the more problems 
appeared.  And we stayed at home and six years passed.  
 
Maria also took time off from working to stay at home for six years with her 
daughter before Chrysalis opened.  “No, I don’t like to be a housewife,” she told 
me, “but there weren’t really other options.” 
There are several state-run, specialized boarding schools in the region of 
Buryatia, called internaty, which children from Petrushka Junction are eligible to 
attend.  However, attending these schools means that the family must move to the 
town, or place the child in the care of the internat, which is often severely 
detrimental to the child’s socialization.  One of my informants, Maria told me that 
when she sent her daughter, Anya, to live in an internat, Anya would, while 
visiting home, hide pieces of bread under her mattress.  Maria deemed this 
unacceptable, and brought her daughter (who after nine months had forgotten the 
alphabet, which she previously knew) home again. Tatyana also recalls,  
Then I worked as a janitor, cleaning floors in a hospital for a year.  
Because we moved from one place to another location where there was 
a school.  A special [vspomegatel’naya] school.  I thought that we 
would move, and she would be able to go to this school.  She attended 
the school for not quite a full school year, but then we left, because 
there was absolutely no progress apparent in her.   
 
Thus, through trial and error, the women came to realize that there were 
no publicly supported options that allowed their children to be treated as human 
individuals, while allowing their mothers to act as independent adults. 
Sophia dreamed of a school environment that would allow her son to 
thrive, and exist as a learning, feeling, and developing individual.  This desire was 
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intertwined with her own need to reassert her own personhood, and to prove her 
self to be a nurturer and mother despite attitudes that leaned to the contrary.  She 
found that her own efforts to teach her son and few of the other children to read at 
her apartment fell short of what she was sure that they could achieve.  With over-
achieving her only option, Sophia began taking courses in the city of Irkutsk, 
trying to learn more teaching techniques.  One spring, she attended a conference 
for educators in Irkutsk, and learned of an internationally and privately funded 
school for disabled children that utilized the valdorvskii method (that is, an 
adaptation of the internationally utilized Waldorf educational philosophy) to 
approach the needs of these children.  This was the first time, she told me, that she 
heard people talking about disability as a fact rather than a curse, the first time 
that she found a context in which her son could be valued.  Sophia set upon it to 
create such a school in her own town.  
In seeking a future for themselves and their children that is culturally 
unscripted, my informants claim responsibility for the semiotic self, and, in 
response to their liminal status, seek to create an autonomous space.  The creation 
of this space, which brings together women who were otherwise isolated, and the 
struggle for autonomy and resources to create a atmosphere that nurtures children 









Metamorphosis: the Women’s Collective 
and the State 
---- 
 
…I came to regard the Russian nongovernmental sector as a locus of 
sense making, life revisioning, and crucial gender realignments.  It is a 
response to the social and economic turbulence of the past decade—
both the hope and idealism of the perestroika period and the early Boris 
Yeltsin regime and the disillusionment and impoverishment that have 
characterized Russia in the late 1990s and more recently. …In their 
puzzling about the correct role of the nongovernmental sphere, the 
women posed questions about accountability and responsibility in the 
post-socialist era.  Who should be responsible for childcare, for the 
elderly, the sick, and the needy? 
Hemment 2004:327 
 
One Saturday morning in Petrushka Junction, I woke up early, and 
scurried with Vova across the empty ulitsa to the school building.  Stepping 
through the deep-green painted gate, we were met in the courtyard by Tatyana, 
Maria, Larissa, and Yulia, the school nurse, who were bustling about, gathering 
work tools, food supplies, and, here and there, flipping through glossy pages of a 
cosmetics catalogs.  Sophia and Volodya were already at the construction site, and 
Konstantin the (lone male) shop teacher would meet us there.  Kolya, the driver, 
arrived in the school’s recently purchased white van.  Spirits high, the four 
women piled in, decked out in work clothes, peasant kerchiefs and the ever-
obligatory feminine pink lipstick. The sun shone on the potato fields and kolkhoz 
(collective farm) ruins as we rode toward the ‘new’ building, Kolya silent up 
front, the women gossiping and smiling.  Arriving at the construction site, still in 
disrepair despite hours of work, we tumbled out, and buckled down to work, 
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taking orders from Sophia and Volodya, who had been spending the night in a 
trailer by the site in order to work until nightfall each day (this arrangement 
partially made possible by my presence as Vova’s surrogate sister and caretaker).  
We spent the day hauling bricks and sorting them into useable piles.  Throughout 
the labor, the women sang and bantered, belting out songs from their Soviet 
childhoods, sparking jokes about young pioneers (the Soviet version of  American 
scout organizations).  Amused that their cooperative labor brought such Soviet 
reminiscences to mind, they couldn’t help but exclaim, “Oh, we are such a 
women’s collective!!” 
 The phrase ‘women’s collective’ – zhenskii kollektiv— draws deeply on 
references to Soviet era communal organization, and is inseparable from the 
identity of the group of women who run Chrysalis. The kollektiv becomes a 
network of mutual support, and, a nexus for negotiating and challenging power 
structures and ownership.  However, while the zhenskii kollektiv has become 
central to the lives of its members, empowerment and ‘solutions’ do not arrive, 
problem solved.  Rather, the goals, needs, and objectives of the kollektiv are 
changing and continually recast, as each assertion of rights must negotiate the 
skeletal remains of state structures of power, which continue to hold authority 
despite broken promises and the low quality of life delivered to citizens.   
This chapter demonstrates the manner in which the women of Chrysalis 
must continually claim and fight for locally based objectives.  Empowerment is a 
process rather than an event.  Each juncture of the formation of Chrysalis, and 
now, the Butterfly Garden, marks a point of contestation.  These junctures—from 
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the commitment of the mothers to educate their children, to the decision to seek 
solutions outside of state funding—are examined individually in this chapter. 
Each implies a transgressive re-imaging of the structure of local-national 
decision-making, and pushes the boundaries of what is possible for the kollektiv to 
achieve.  
The women of Chrysalis are able to enter into complex contestations of 
power structures by couching their rhetoric in terms of socially accepted female 
roles and activities.  The notion of the zhenskii kollektiv becomes a symbol of the 
manner in which these women have reclaimed and embodied existing structures 
of Russian culture and manipulated their function to claim agency and form 
avenues of empowerment. These women, who came of age in the Soviet world, 
frequently reference with irony their days as young pioneers and their status as a 
zhenskii kollektiv. More subtly and subconsciously, they deploy the Soviet 
language of motherhood and social services to pursue their own ends.  This 
manipulation of otherwise oppressive discourse indicates an intricate 
renegotiation of familiar social forms.  Although the Chrysalis collective 
recognizes that their struggle to establish institutions that support their needs 
outside of the state paradigms pits them against state bureaucracy, what these 
women perhaps do not recognize in themselves is the manner in which these 





Culture, contestation and power 
Two theoretical points become key to understanding the manner in which 
the women’s collective at Chrysalis manipulates cultural roles to their advantage: 
first, that culture is changing rather than static, and second, that power is not only 
agentive and oppressive, but also malleable and available, an action rather than a 
thing.   
While many early anthropological writings, in order to describe a given 
cultural scene, tend to take a perspective that implies that culture is a static and 
uniform shared system, more contemporary theories investigate the manner in 
which culture is constantly changing, and is internally diverse, disputed from 
within.  Comaroff and Comaroff write, “Culture always contains within it 
polyvalent, potentially contestable messages, images, and actions.  It is, in short, a 
historically situated, historically unfolding ensemble of signifiers-in-action, 
signifiers at once material and symbolic, social and aesthetic” (1992: 27).  
Key to the manner in which culture changes and is shaped by its actors is 
the way that we theorize and conceptualize power.  Contemporary 
anthropological discourse, in examining marginality, has asked: who makes 
culture, how is it formed, built, and unbuilt?  Additionally, such a query 
highlights the divergence between a deep, anthropological culture of tacit 
symbols, and the manner in which the word culture is applied outside of the 
discipline, for example, a top-down, constructed cultural ideology such as the 
propaganda machine of the Soviet state.  Culture, in the anthropological sense, is 
changed through the way that the actions of individuals and groups within the 
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culture use and manipulate cultural symbols.  This notion has implications as to 
how we understand power.  Anthropological theorists have grappled with 
reconciling this top-down notion of power and culture and the concept of 
malleable cultural fabric.  For instance, Comaroff and Comaroff write: 
Hegemony, then, is that part of a dominant ideology that has been 
naturalized and, having contrived a tangible world in its image, does 
not appear to be ideological at all… At the same time however, no 
hegemony is ever total (Williams 1977:109); it constantly has to be 
made, and by the same token, may be unmade.  That is why it has been 
described as a process rather than a thing…  
(Comaroff and Comaroff 1992: 29) 
 
Therefore, while high culture, that is, culture in the narrow sense—art, theater, 
and other constructed texts—can be investigated as things, culture in the 
anthropological sense is not a thing, but a process of shifting meanings, and, 
therefore, power relations. 
This brings up the notion of empowerment, a phrase that is often invoked 
in discussions of women and disadvantaged groups.  Carelessly used, 
empowerment, like power, is construed as a thing, rather than a process. “ 
‘Empowerment’, especially when divorced from consideration of what constitutes 
‘power’, seems to be a sanitized buzz-word of the mid-1990s, yet as Wright 
(1994:163) has noted, the word itself has been part of the discourse of 
debureaucratisation for some two or more decades” (Cheater 1999:1). Thus, in a 
more nuanced meaning, empowerment describes a process of localized groups 
negotiating bureaucratic systems to fulfill their needs—that is, both negotiating 
power structures in the Weberian sense, and exercising power in the Foucauldian 
sense. 
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Therefore, in building a description of the empowerment of the zhenskii 
kollektiv of Chrysalis, I focus not on what they have, but on points of contestation 
and moments of struggle.  The women of the collective have not gained power, 
nor have they formally challenged structures of power in contemporary Siberia.  
Instead, they continuously take action to represent their own interests; this 
empowerment is as characterized by failure, struggle, hardship, and exhaustion as 
it is by success, arrival, gain, and relief.  Therefore, the manner in which these 
women challenge power structures is implicit, uncalculated, and largely 
unrecognized.  While they perceive the post-Soviet state and the system of social 
services and property ownership as entrenched and larger than themselves, what 
may be characterized as the hegemonic force of the historical-cultural moment, 
they also view their immediate environment as malleable, and, seemingly, 
rightfully theirs if they choose to engage in positive and generative action. 
 
“Our Collective” 
The significance of the women’s collective (sometimes translated as 
‘women’s organization’) in Russia is, like disability and motherhood, rooted in 
the Soviet past.  Despite the purported commitment of the Communist era to 
cooperative and collective organization, the process of forced collectivization, in 
most cases, was a forum for disorganization, upheaval, and failure (see von 
Geldern 2003).  Simultaneously, however, the informal women’s organization, 
the zhenskii kollektiv, came to be tacitly recognized as a key cog in the operation 
of the Soviet system.  This alludes to biological understandings of the difference 
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between the sexes, and the firm assertion of any Russian woman that women do 
all the work in the country, while men act as figureheads and public peacocks.   
Jane Gottlick (1999) perhaps best expresses this notion. She notes that 
Russian women perceive themselves as more likely than men to form ‘horizontal’ 
relationships and cooperative organizations, whereas men are tend to engage in 
vertical structures of political power play, and occupy the public sphere.  All the 
same, it is women who reproduce society.  Likewise, women provide the base and 
support for the activities of men, “enable them to realize their potential” as men 
and moreover, “feel compelled to ‘fix’ what has gone wrong in Russia, believing 
that it is their inherent function, the obligation of their ‘selfless hands’” (1999: 
245). 
Gottlick notes that, “the leaders of St. Petersburg’s women’s groups, in 
fact, describe their activity not as an attempt to become involved in the political 
process but as a reaction to the ineffectiveness of the state political structures and 
as an effort to create an independent base of power” (242).  Russian women are 
wary of “politics”; few would consider running for office.  Yet, there is a large 
body of work documenting the organizations of contemporary Russian women 
(e.g.: Racioppi 1997; Kuehnast 2004; Kay 2000).  These attitudes emerge in 
conversations with Russian women, and are easily dismissed by Westerners as 
political apathy.  Gottlick, who interviewed Saint Petersburg female organizers, 
articulates some of subtleties.  She writes: 
Russian women also believe that contemporary Russian politics is ‘dirty’ and 
unfit for women, emphasizing their duties as mothers and wives and the fact 
that there are important political implications of this private power.  Most of 
all they are skeptical about the likelihood of achieving meaningful change 
with in the traditional political structures, and, no doubt, are breathing more 
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easily with out the burden of forced participation [as in the Communist Party 
system].  
… But women in Russia have become important political actors at the 
grassroots level.  Indeed, the women’s community-based organizations are 
stepping in where the state has retreated, filling needs that the state is no 
longer capable of meeting while they continue to work double, and now 
triple, shifts.  Nearly every women’s group performs philanthropic work, and 
all of the work of the associations is political in a broad sense.  All seek to 
redistribute both power and resources.  When these women leaders talk about 
politics, however, they generally define political behavior much more 
narrowly and even deny the politics of their own work.        (Gottlick 1999: 
246) 
 
Thus, the zhenskii kollektiv of my informants is situated in the historical context of 
numerous other women, organizing locally to maintain and reproduce the 
conditions of life, and to enable themselves and their families to achieve the most 
comfortable and meaningful futures within reach, often with little support from an 
over-centralized and inefficiently bureaucratic state. 
 
“It ’s  all  thanks to Sophia”:  The establishment of the 
Chrysalis  Center  
 
As the previous chapter notes, families were initially isolated with the 
birth of a disabled child, and without networks of support or spaces conducive to 
exchange of information and help.  However, in Sophia’s case, after twenty-two 
years of caring for Vova, her support network is tightly knit and solid.  Alliances 
that led to the forming of the zhenskii kollektiv arose gradually, and were based on 
shared need.  Sophia recalls those earliest conversations between mothers of the 
kids at the sanatorium—a space unlike the hospital because it symbolizes not 
crisis but progress and positive growth.  As early as Vova’s preschool years, 
Sophia had begun inviting other mothers to bring their children to the preschool, 
where Sophia independently accepted responsibility for all of the disabled 
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children (considered unofficial students) in addition to her other duties.  This 
means that already, she was taking on partial responsibility for other mothers of 
children with disabilities, while both exploiting her role as teacher and subtly 
displacing the structure of the school for her own purpose. 
 The shared need for help with childcare for their children continued to 
bring the women together.  Sophia’s role as the teacher continued: during a period 
of about two years, Sophia stayed at home, without work.  She supported herself 
and her two boys on their pensions and the kindness of neighbors.  And, in 
addition, she used this time to invest in Vova’s development.  She insisted that he 
learn.  She set up special tutoring sessions for him after hours with an elementary 
school teacher.  She sat with him for hours until he solved simple arithmetic 
problems.  Other mothers would bring their children to Sophia’s apartment for 
“school” in the early afternoon.  Sophia recalls sitting for hours with three or four 
kids, going through the alphabet over and over again. 
Sophia’s commitment to her role as teacher led her to take correspondence 
courses and attend conferences in the city of Irkutsk.  When Vova was already 
about twelve, she attended a conference where she learned of a school and living 
community for people with disabilities outside of the city of Irkutsk that seemed 
to answer her unanswered questions. The school, which is internationally and 
privately funded, utilized the valdorvski or adaptation of the Waldorf method – an 
alternative educational system developed in Germany -- to approach the needs of 
these children.  This was the first time, she told me, that she heard people talking 
about disability as a fact rather than a curse, the first time that she found a context 
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in which her son could be valued.  Sophia set out to create such a school in her 
own town.   
The idea of a place that was made for their children was radically different 
than the other options that the mothers of Petrushka Junction knew of: the local 
preschool tolerated and allowed their presence, while the internat kept the 
children hidden from the rest of the world and seemed to completely devalue their 
individuality.  This was a promising and engaging idea not only for Sophia, but to 
the other parents with whom she shared her vision.  With about five local families 
on board, and more interested in sending their children to such a school, Sophia 
set out to find funding for the venture. 
The quest for funding reinforced what the women already knew: their 
objectives and needs were very different from what the state proposed to offer.   
Sophia found that compromising her stated goals in order to negotiate funding 
became a necessary aspect of achieving the financial capacity to build the school.  
And my informants all invoke notions of luck and fate in recalling the founding of 
the school; most consider themselves grateful for Sophia’s energy and vision, 
which they feel has fueled the project.  
The settlement of Petrushka Junction has a small local administration.  
Housed in its building is the town social worker.  Sophia and the other women 
who have raised disabled children in Petrushka Junction know her well, as she is 
responsible for delivering and determining eligibility for pensions in the town.  
She is the single social worker in this town, under the jurisdiction of the regional 
administration, which is located in a larger settlement which is on the other side 
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of a river, about a 25 minutes drive and slow ferry ride away.  That administration 
is, in turn, subject to the administration of the Buryat Autonomous Republic, 
located in Ulan Ude.  My informants receive their funding from the budget of the 
regional administration, and thus have no contact with the Republican 
administration.  In the year 2000, shortly after returning from the Irkutsk 
workshop, Sophia found the connection that she needed to access this system 
more effectively. 
Someone Sofia knew in the regional administration knew someone else in 
a different department  who was interested in funding them.  “I helped her out, 
and she helped me out,” Sofia explained to me.  “She needed a new program on 
her list of accomplishments for the year.  I needed money.”  Larissa’s sister, who 
has helped to raise Alyona, expressed the point of view that that particular year, it 
was somehow in vogue in the state administration to address issues of 
invalidnost’, due to a funding agenda, and therefore the office for social services 
was eager to pick up such a cause32.  
Where Sophia's vision was of a school, however, her funding came from 
an administrative branch, the "Department for the Protection of Women and 
Children,” (DPWC) which is not involved in education.  Thus, Chrysalis is 
officially considered not a school, but a “Center for Rehabilitation of Disabled 
Children”. This title implies that the Center is couched in the terminology of 
                                                
32 Although I did not have access to regional records on this scale, I would surmise, based on the 
oral information provided by my informants, that because the Rosenthal UNICEF report (which 
documents shortcomings of the social services system toward children with disabilities) was 
released in 1998, the Russian government implemented state initiatives to appease international 
human rights organizations.  This was the case with GAOORDI, an organization for parents of 
disabled children in Saint Petersburg, which was funded by an experimental state initiative 
beginning in 1998.  Perhaps the mandate to demonstrate a commitment to the needs of invalidi had 
spread to social service systems in Siberia by the year 2000. 
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rehabilitation as understood by medical and social services, particularly, returning 
to the idea of therapeutic progress towards normalization.  However, Sophia and 
her peers refer to the space as a school, and continue to incorporate pedagogic 
practices to suit their needs.  In this continued quest to create an autonomous 
space, Sophia’s child, and others like him, are not expected to be normalized, but 
are encouraged to grow, and to engage in a school community of peers.  Thus, the 
mission of the school is a point of contestation. 
But, despite differences, the funding and official support allotted by the 
DPWC allowed Sophia and her collective to claim two empty rooms in a local 
building (they have since expanded, and Chrysalis now occupies the whole 
building).  They renovated the rooms, scavenged furniture from their own 
apartments and from friends, and collected toys and other supplies in a similar 
way.  Sophia, now with the title of Director of the Center and control of a small 
but significant budget, was able to invite acquaintances in Petrushka Junction to 
come and work at Chrysalis.   
Furthermore, despite the implications of funding, the reality of the 
distance between the administration and Chrysalis, as well as Sophia’s status as 
director, allowed the daily workings of Chrysalis to be entirely based on the needs 
of the participants, rather than the dictates of rehabilitation models promulgated 
by the state.  In practice, Sophia has succeeded in negotiating several aspects of 
policy and structure of Chrysalis that render it a school.  The major points of 
contestation are the length of enrollment, the structure of the day, and the 
educational philosophy employed in lessons.   
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These differences are illustrated by comparing Chrysalis to another Center 
for Rehabilitation in the region, which focuses on providing services to children 
from socially failed families (i.e. children who are neglected, live with parents or 
grandparents who are alcoholics, and, as a result perform poorly in school or fail 
to attend, drawing the attention of teachers and social workers).  While in 
Petrushka Junction, I was able to witness a pedsoviet, a committee meeting 
between the two centers, and observed the differences. The pedsoviet is a sort of 
seminar, in which the directors and teachers from both centers met to make 
presentations on diagnostics and ‘rehabilitation’ methods.   
Where Chrysalis attempts to support families and is run locally, the other 
center acts as a sort of emotional escape hatch for children from broken families 
and is run by state-trained psychologists, social workers, and teachers.  Children 
are recommended to this center by social workers, and then live there for a 
predetermined period of time based on estimations of the social worker, before 
returning home. At the center they engage in lessons and therapeutic activities, 
such as crafts, yoga, and music.  At Chrysalis, children come to the school with 
permission of Sofia, usually as the result of their mothers requesting that they be 
enrolled, although occasionally this request is made by a teacher at another school 
or a relative.  Once enrolled in Chrysalis, children may attend as long as they or 
their family members wish.  Some children attend for a summer or a year, while 
others have never known any other school. This approach is based more in 
intuitive feeling than the practices at the other Center for Rehabilitation. Thus, the 
hands-on, from the soul, intuitive approach—even within the Waldorf 
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philosophy-- contrasted with a more defined methodological approach at the other 
center.  Additionally, the director of the other center repeatedly asked Chrysalis 
teachers to clearly state the goals and outcomes of their work, and inquired as to 
how progress is charted in the children, indicating a more scientific approach 
based in the dialectical models of Soviet psychology (for a discussion of these 
methodologies see McCagg 1989; Sutton 1980). 
 Chrysalis has a very specific educational philosophy, which is largely 
intuitive, and emphasizes multiple types of intelligences, as indicated by Waldorf 
educational philosophies.  Intellect, myshlenie, located in the head, Feeling, 
chuvstvo, located in the torso, and Will, volya, located in the limbs.  Each part of 
the day at the school is specially targeted to work with each of these types of 
learning.   
The first half of the day, after tea and before lunch is devoted to thinking 
and reasoning located in the head.  In the afternoon, the students (the teachers 
refer to the kids at the school as “our children”) do theater, painting, and music, 
all of which are considered to be related to feelings and expression of emotions. 
You wouldn’t, Sophia explained, ask a child to draw a face with proportions in 
this part of the day, because that uses reasoning.  So, such a lesson would belong 
in the morning, while in the afternoon, all the detail oriented action of fingers and 
eyes are not used.   
Instead, for example, in the afternoon, the children are asked to paint their 
emotions based on color and broad motions.  According to Sophia’s methodology, 
a dark blue person is a sad person, while if a child wants to paint a happy person, 
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they can use the color yellow to symbolize happiness.  Finally, there is basket-
weaving, clay- and wool- and wood-working, all of which focus on the hands, and 
the children’s capability to follow through and make something, to use their 
energy productively.  All of the toys in the school are handmade: Sophia recalls 
that at first, they had many toys made from brightly colored plastics (Chinese 
black market goods are the most readily available merchandise in Ulan Ude, and, 
as a result, in Petrushka Junction).  But when a visitor from Irkutsk saw these 
items, she was adamant in insisting that Sophia get rid of them—the Waldorf 
system believes that children must shape their own toys in order to access their 
most creative selves.  Sophia eagerly took this advice, internalizing the 
explanation.  The Chrysalis community, when all is said and done, use a 
haphazard interpretation of Waldorf philosophies that they have scrounged 
together from distant sources to fit their own needs.  
The ages of the population served by the Center continues to be a point of 
contestation.  While, in practice, Chrysalis is both a school for children and a 
space that supports the activities of the zhenskii kollektiv, as well as a resource 
center for new parents who have ailing children, officially, it serves only children 
between the ages of three and eighteen.  The regional administration does not 
contest the majority of these uses, as they are subtle, despite the extent to which 
they depart from the charter and are valued by participants.  However, the 
administration, itself tight on funding, attempts to revoke portions of funding 
based on the accusation that Chrysalis serves individuals who are outside of the 
age range of possible clients.  In fact, this is true.  What the Chrysalis kollektiv 
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calls ‘graduates’ of the school, those who have turned eighteen and officially are 
no longer listed in the Center’s records, often still attend the school on a daily 
basis, eat lunch there, and engage in school activities.  Sometimes these students 
are ‘hidden’—that is their ages are fabricated in the record books, with the 
assumption that officials would not ask the individuals themselves, nor 
necessarily believe them if they were to give the wrong age.   
On one of my first days conducting participant observation at Chrysalis, 
the school received a visit from a very pushy bureaucrat.  With an assistant, she 
appeared, and marched through the school in an entitled manner, inspected each 
classroom, noting the lack of students, and leaving whispers of fear in her wake.  
Unclear as to what was going on, I quickly learned that this woman was the head 
bookkeeper of the regional administration, in charge of allotting budgets to all 
regional bodies, including Chrysalis.  She was unannounced and acting rudely 
because she was accusing the school of not having as many students between the 
ages of three and eighteen as they claimed to, implying that Sophia, as director of 
the school, was fudging data in order to secure extra funding.   
Although the bookkeeper could prove nothing, she was right, although 
perhaps in a less suspicious manner than she assumed.  While accusations of 
corruption and embezzlement were untrue, Chrysalis regularly uses the funding 
they receive to continue to serve, feed, and work with ‘children’ who were once 
‘under-eighteen’ participants in the school, but have since grown up—especially a 
core group of about five individuals who have been a part of Chrysalis since its 
founding.  As the bookkeeper marched through the tiny school building, people 
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scurried from room to room, children were reminded of their ‘age’, or ushered 
outdoors.  “They don’t know they’re here,” I was told, so “we have to hide the 
children older than 18 years old.”   
 
The expansion of  Chrysalis  into the general 
community 
 
As Chrysalis became increasingly stable, its funding through the regional 
administration renewed after one year, its attempts to integrate Waldorf 
philosophies endorsed and enhanced by visitors from Irkutsk, its presence in the 
local community began to be recognized. It is known that Chrysalis has offered 
jobs—which bring the stability of a paycheck and social network—which some 
other women in the community who are not themselves involved in Chrysalis 
recognize as valuable. The English teacher of the local school told me, “Sofia has 
done a lot over there. Not only has she made a place for those kids to go, but she 
has helped out the mothers a lot—jobs, support.” 
The space has increasingly served as a resource for women who give birth 
to children with special needs, as the older women working there take on 
mentoring roles. Sofia, in her paper on the psychological difficulties of parents of 
disabled children, writes, clearly and practically addressed to younger mothers in 
whom she sees a struggle similar to her own, “I can’t say that I perfected the 
heroic deed, of concentrating my strength on the curing of my kid from the very 
first day.  No.  I had my own miserable adapting period, when I hid from the 
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thought that it is impossible to sit on my hands.  But this was far from simple.” 33  
Sophia reaches out personally to women in the village of whom she hears word.  
One woman brings her two-year-old daughter in to the school two days a week to 
receive a massage, and to watch how the older children act, and how the older 
women work with them.  Sophia expresses sympathy and pity for these women—
she believes that they are in the hardest times of their lives, and though she 
extends help, she feels that they must go through the struggle of building new 
lives on their own.  But, the fact that Chrysalis is there is a stepping stone.   
In addition, as the operation and enrollment have stabilized and grown 
since 2000, Sophia has gained increasing legitimacy in the eyes of the regional 
administration and she has been able to argue for funding to provide meager 
salaries for more teachers.  While at first there were only three paid employees, 
now she is able to pay, if only sporadically, about five teachers, a cook, a nurse, 
and a bookkeeper, who is a longstanding family friend, and the daughter of the 
man with whom Sophia now lives. Occasionally newcomers to Petrushka 
Junction come to Sophia and ask to volunteer.  Because they cannot find work 
otherwise, Chrysalis offers a community, a structure to an otherwise empty day, a 
guaranteed lunch, and the possibility of occasional payment.   
Oksana, the most recent addition to the staff, was a newcomer on my first 
visit.  Sophia at the time told me that she did not know if Oksana would stay—
that many like her had come before, and often after a week would say that they 
                                                
33 Не могу сказать, что я совершила подвиг, сконцентрировав свои силы на лечении свого 
ребенка с самого первого дня.  Нет.  У меня у самой был болезненный адаптационный 




were unable to continue to work.  Sophia believes that working in the school is 
not for everyone.  Beyond the prejudice, fear and ignorance of the disabled that 
many would-be-volunteers may harbor, working with the children can be 
extremely draining.  This, however, is not always the case: by the time I returned 
to Chrysalis about two months later, Oksana worked with the fourth grade class 
every afternoon, sharing this job with a new volunteer, a young woman who took 
courses at the University in the nearby city of Ulan Ude, but lived in the village 
with her husband.  “Oksana is a gem and a hard worker,” Sophia told me.  “If 
more people were like her, we would be doing so well.”  Others have not received 
Sophia’s favor in this manner—particularly those who she perceives to be 
uninterested in the mission of the organization, and uncommitted to the collective, 
but interested only in the paycheck. 
Thus where the original staff, comprised of those whom Sophia invited to 
work with her, continues to form the core of the Chrysalis collective, newcomers 
have been incorporated, and add to the texture and breadth of the organization.  
Particularly interesting is the participation of two men in the activities of the 
collective.  These men have become integrated into the group, and yet, remain 
peripheral—they take their orders from Sophia, and in matters of vision and 
planning defer to the women.  This is perhaps because the care of children is 
considered to be women’s territory.  Yet the men take charge when it comes to 
matters of technical and physical labor: they are looked to to provide plans for 
building and renovating, painting, and providing activities for the energetic boys 
at the school.   
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Konstantin came to the school when he, along with his wife and daughter, 
moved to the town.  He was unemployed, a former military serviceman, and felt 
drawn to Chrysalis.  He explained to me that he had been comfortable with 
disabled children because, due to his past working with toxic and radioactive 
materials with the military, he had been sure that he himself would have such a 
child.  He worked for a year and a half with only occasional pay, until Sophia, 
convinced of his commitment to the school, was able to obtain funding to create a 
position for him.  He still is paid very little, but manages to support his wife and 
daughter by hiring himself out to help people in the community with building, 
plumbing, and farming work.   
In Konstantin’s opinion, it is significant that the individuals who choose to 
work in the school not because their own children are disabled, but of their own 
volition, often come from socially defunct families.  He lives with the memory of 
an alcoholic and abusive father, and sees that as part of the force that drives him 
to create a different space for the children at the school.  In this sense, he views 
the school as one of the only forums to affect change in the town, and recognizes 
the power of the zhenskii kollektiv to build a better future for the children of the 
village. 
Also, there is Vladimir, who is above all a family to Sophia.  Longtime 
friends, after his wife died, he and Sophia have, according to Sophia, “helped 
each other” for years; now they are informally considered to be married, and he 
lives in her apartment along with her and Vova (Sophia’s younger son recently 
was accepted to University and lives in Irkutsk during his term).  He helps out 
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when he can at Chrysalis, and especially joins forces with Konstantin in 
building/renovating the Butterfly Garden.   
Particularly remarkable is the fact that both of these men are consistently 
sober and responsible, a very rare commodity in the village.  Because these men 
are, in their sobriety, desirable to all women, it is significant that they choose to 
spend their time working with a group of women who, based on the stigma of 
their children’s disability, could also be considered undesirable.  In this sense, the 
presence of these two men indicates that the women of the zhenskii kollektiv have 
successfully reconstructed their social personhood despite the disability stigma, 
and embody their roles as sober, hardworking mothers. 
The school has also received some recognition from more formal forums, 
including regional newspapers, which have featured articles about the school as a 
type of human interest story.  To Westerners, many of the popular Russian 
newspapers appear tabloid-esque, as they appeal to a populist audience, and, 
partly in response to the history of censorship in the country, tend to carry little 
‘news’.  The articles are positive and remarkably accurate, though they of course 
contain a few mistakes. For instance, one article seems to imply that all children 
at the school have learning disabilities, when in fact several children are merely 
physically impaired. But it is not difficult to present a heart-warming and uplifting 
story of “against-the-odds” change at the Center.   
One article from 2004, titled “Eternal Children” opens with the idea that 
although Sophia was told that her son would never call her “Mama” or remember 
his own name, and that there was nothing to be done, Sophia has succeeded in 
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doing the impossible, in “changing the world,” and Vova now can read, write and 
communicate.  Much of the story focuses on the abilities of the deti-invalidy, the 
seemingly utterly incapable, who, it turns out are able, with the support of their 
families and Chrysalis, to attend to household chores, walk alone from school to 
home and back again, read and write, sing beautifully, and memorize poetry.  The 
article explains and gushes over the Waldorf philosophy, and the possibility of the 
impossible.  It also indicates that the expectations that Russians have for 
individuals with mental disabilities are extremely low.  The article ends, “Those 
with intellectual delays34 are also people, who have the same rights to a full life in 
society.  The problem lies in teaching them to live amongst us, which, 
incidentally, is the same as with any children”. 
Both this article and another (which is cited in Chapter One of this thesis) 
highlight the fact that Sophia has gone above and beyond her duty as a mother, 
overcoming odds, and achieving more in the role of female caretaker than doctors 
believed possible.  They also emphasize that Chrysalis is the first organization of 
its kind—that is, devoted to the care of children with disabilities-- in Buryatia.  
Both of the articles, based on the ‘interview with the director of the school’ focus 
on Sophia, and provide almost no window into the collective nature of the 
community for mothers involved in the school, or narratives beyond Sophia’s.   
Perhaps from these articles, and also by word of mouth, others in Buryatia 
hear of Chrysalis.  Sophia says that she regularly receives letters from parents of 
children who live in isolated villages, asking to take their children in to her 
school.  Unfortunately, she has no capacity to provide room and board for these 
                                                
34 Umstvennye invalidy (умственные инвалиды) 
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children, and has to decline.  One of her friends, the teacher of the kindergarten 
class, managed to move to Petrushka Junction early on in the Chrysalis story, and 
now works there.  However, for most families, moving is unrealistic—their 
livelihood depends on farm land and connections to local family and 
acquaintances.  Thus, relocating is dangerous.  Also, mobility is severely 
restricted by issues of property rights—buying a home is nearly impossible for 
most families, and bureaucratically a mess.  And, finally, citizens are required to 
have an internal passport including a registered place of residence; applying to 
change this place of residence is, by all accounts, difficult, and contingent upon 
legal employment.   
 
Building beyond the state 
Despite the growth of Chrysalis since its establishment in the year 2000, 
and the recognition that the school has received, there is still a gap between what 
is provided by the school and what is needed.  The limitations of state funding, in 
particular, the problem of an increasing number of students over eighteen and the 
lack of support for their future lives as adults, and the constant negotiation with 
the administration, has led Sophia and the others to feel that they must seek other 
solutions. 
Faced with this problem, but bolstered by the confidence that Chrysalis 
has brought them, Sophia and her collective intend to build a solution that will not 
be bound by the restrictions of other agendas. “This time, we will not use 
government money,” Sofia told me, determinedly. Instead, the women hope to 
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form a space that is largely self-sufficient: they envision a workshop/farm/craft 
center that will, in a sense, employ a community of Chrysalis graduates. 
 Despite my initial shock that the women planned to renovate a building 
that was seemingly beyond repair, they explained to me that without money, each 
free brick, and each wall already in place, counts.  Once a detskii sad for the 
families living near the collective pig farm, the inner walls of the building are 
bedecked with chipped and peeling paintings of rabbits, punctuated by lewd 
graffiti; the roof has holes, as does the floor.  There is currently no heating system 
or running water, and the first order of business upon receiving permission to use 
the building was to dig a pump and a latrine. 
 But securing permission to use the building was a different story all 
together, tangled up in the post-Soviet problem of ownership.  While the building 
belonged, technically, to no one, it was assumed to be property of the state.  
Although obviously abandoned, it was not of use.  Chrysalis had to petition the 
regional administration to claim the right to renovate the building.  In order to be 
allotted ownership of the building, they also applied to be recognized as a new 
organization.  While I was in Petrushka Junction, they had just received approval 
for the official recognition of their organization, “The Petrushka Junction society 
for the protection of invalids.”  I even accompanied Elena to Ulan Ude to oversee 
the printing of an official stamp of the seal of the new organization, which was 
met with great jubilation and much stamping back in Petrushka Junction.  But the 
women struggled to obtain final permission to use the building.  While it seemed 
that they had been granted permission to proceed, they had also determined that 
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one official in the regional administration had access to the deeds and plans for all 
of the buildings in the area.  They felt that it was near essential that the deed be 
handed over to them, and also hoped to get the original structural plans of the 
building, which would help Konstantin to design the restoration. 
 I traveled with Sophia and Maria to the regional administration—ten 
minutes down the road to the ferry dock, the wait to be ferried across the river 
(because there is no bridge for miles, although the river is not particularly wide), 
and another twenty-five minutes to the administration, an echo-filled, boxy 
building like so many other public Soviet buildings—this one filled with hundreds 
of potted house plants in corners of rooms and hallways.   Upstairs, we found that 
despite a prearranged appointment, the man in charge of deeds was not in his 
office.  After waiting, pacing, and several attempts by Sophia to elicit information 
from others in nearby offices, it became apparent that the man had left, and had 
no intention of meeting with Sophia that day.  Sophia’s frustration was so tangible 
that the houseplants seemed to recoil as she passed.  She, however, collected 
herself, and brought me to meet her colleagues in the Department for the 
Protection of Women and Children.  The women in this office, in contrast to our 
earlier experience, treated her with a great deal of respect and warmth.  Unable to 
change the circumstance, Sophia and Maria decided that building would have to 
proceed without the plans for the building, and reluctantly returned to Petrushka 
Junction, stopping to refill the wasted petrol in the van (they were only awarded 
the funds to pay for a van and driver in 2004, before which, children had to walk 
as much as four miles to get to Chrysalis, even in the midst of Siberian winter). 
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--- 
The women of Chrysalis are seeking a locally sustainable model for care 
of adults with disabilities, and are drawing on the advice of foreigners in order to 
do so.  They plan to utilize small-scale business activities to create revenue.   
While this goal may be construed as a challenge to the normative money-making 
model, particularly in the sense that money-making is mostly categorized as a 
activity that goes on between men and the state (there are no locally founded 
businesses in Petrushka Junction: all of the shops operated under the Soviet 
system, and the highest paying jobs continue to be working in the factory, for the 
school, or on the railroad maintenance crew), their plans stay well within the 
bounds of micro-enterprise and informal economy, which is a money-making 
strategy often employed by women and retired adults on a local, village level (see 
Crate 2004) e.g. selling milk, cheese, baskets, and so forth.  However, writings on 
the experience of urban women’s organizations predict a difficult future: such 
microenterprises reportedly often fail.  
A key facet of the formation of the new center is the necessity of 
sustainability: if the organization is to survive, then the Butterfly Garden must be 
able to run partly on its own revenue.  Based on their own ideas of 
microenterprise, bolstered by what they have heard of the Camphill inclusive 
living model (they learned of this model from the British and Swiss-German 
travel companions I mentioned in the Preface), the kollektiv plans to grow much 
of the food that they will consume both at the school and the new center, as well 
as making crafts to sell, and eventually hope to own a cow and horse and make 
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cheese to sell.  The daily activities at the Butterfly Garden will all be targeted 
toward maintenance, food production, and potentially profitable activities.  
Although the individuals who attend the Butterfly Garden will be expected to 
funnel their state pensions into the community’s activities, in the long term the 
women hope that the center will prove to be self-sufficient; as much as possible, 
they hope to minimize the use of outside funding.   
The goals of the collective in seeking to build a self-sufficient adult day 
care center are not without parallel.  In general, grassroots Russian women’s 
organizations, according to Rebecca Kay, tend to believe that self-sustainability is 
the most salient option.  She writes 
…mirroring the indefatigable determination and ingenuity of the 
individual survival strategies pursued by their members—
organizations explored numerous avenues in search of reliable 
sources of funding for their activities.  In an attempt to kill two birds 
with one stone, at least two organizations, Tol’ko Mama and the 
Club for Women’s Initiatives in Tver’, embarked on commercial 
ventures, usually involving the retailing of handmade souvenirs, 
clothing, and accessories produced by members.  These 
undertakings, it was hoped would both provide a regular stream of 
income for the members involved and produce some surplus that 
would fund the organization itself. (Kay 2004: 248) 
 
 However, the dependability of these microenterprise activities is low.  
Several other women in the town regularly sell milk, butter, and cheese; many 
other families have their own livestock.  Kay noted a similar problem. 
Unfortunately, this strategy proved unsuccessful.  Each venture 
described to me had collapsed or looked doomed to fail, either because 
the market was already saturated and profit margins were too low or 
because when such ventures became successful, they generally broke 
away from the organization altogether… time consuming and stressful, 
drawing time and energy away from other organizational aims and 
activities without providing satisfactory levels of income.  Repeated 
setbacks and often insurmountable obstacles led in many cases to a 
sense of exhaustion and pessimism…” (Kay 2004: 248)   
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The goals of the Butterfly Garden, however, which include sustainable activities 
within the structure of the daily life of the organization, are less likely to detract 
from the mission of the organization that Kay describes.  The very goal of the 
Butterfly Garden is to provide a space for individuals with disabilities to conduct 
the activities of khoziaistvo, that is, the tasks of daily life.   
A further possibility for bolstering the sustainability and supporting the 
start-up cost of the Butterfly Garden would be to secure funding through an NGO.  
However, most grassroots organizations, especially those like the Chrysalis 
collective, which are not in major urban areas, have few connections to such 
resources—from internet access to English language skills, let alone knowledge 
of grant-writing, or the workings of such organizations.  As Kay notes, “certainly 
it is true that at present—especially in the provinces but also in the larger, 
cosmopolitan cites of Russia—the population at large has little if any idea of the 
why and how of international assistance for NGOs work.  It would be in the 
interest of both of those giving and those receiving grant money if this situation 
were tackled” (Kay 2004: 257).  As is, the plans for the Butterfly Garden will go 
forth without support from non-governmental sponsors.   
--- 
The Chrysalis school is a space for women—a space to flush out questions 
of meaning and identity, and a space of autonomous decision-making—much 
more than merely an opportunity to find childcare, or to earn a paycheck.  This 
function of women’s organizations in the post-Soviet space is not unique to 
Chrysalis, and is recognized by other Western scholars.  Of her work with the 
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women’s group Zhenskii Svet in the provincial city of Tver’, Julie Hemment 
writes,  
in many ways, Zhenskii Svet and other groups like it functioned as a 
kind of workshop, a discussion forum in which women could make 
sense of the privatizations that were taking place—the retrenchment of 
the state and the related cutbacks in social provisioning that hit 
women particularly hard.  Involvement in obshchestvennye 
organizatsii (societal organizations) became an endeavor that could 
enable them to articulate a new role and place for themselves 
(Hemment 2004: 327-8)   
 
She notes that while these groups do not necessarily provide economic 
income, they do generate social capital, by providing meaning and a 
space of agency for the women involved. 
For the women of the zhenski kollektiv, their work with the Chrysalis, and 
now the Butterfly Garden community is the defining factor of their identity.  Their 
commitment to the kollektiv is a commitment for life.  “As long as, God forbid, 
my child is alive,” Maria told me, “then I will be working here.”  Although the 
women frame their plans to continue working with the collective in terms of their 
children, in fact, it has become the family, support network, and notion of self that 
they are most comfortable with as well.  Laughing, Maria joked that perhaps if 
she ever gets old and must retire, then maybe she, too, can put her pension toward 
being a client of the Butterfly Garden.  Although she phrased it as a joke, her 
comment revealed the fact that her commitment to this effort is a commitment for 
life, and she cannot imagine another course for herself.  
Phrased in the rhetoric of motherhood, these women strive to create a 
space of autonomy and community that is independent of state influence.  The 
journey that they will follow in carrying out this plan has many obstacles; they 
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will continue to struggle to sustain themselves on few resources and fight for the 
right to make decisions about their families on a local level.  The prospect of this 
ongoing journey of empowerment, and the dream of local autonomy, and 
ultimately, the Butterfly Garden, is their hope for the future, not only for their 




























The question of power and empowerment is one of great interest in the 
contemporary academic discourse. Kiela Diehl, in her work on rock music in 
Tibetan exile communities, noted that ethnographic theory of the 1990s often 
"celebrated transgression, displacement, innovation, resistance, and hybridity," 
and an “interest in, even fetishization of, displacement, marginality, and 
multiculturalism” (Diehl 2002: 4-5), as anthropologists sought to ‘bring the 
margins to the center’, and interrogate earlier understandings of otherness and 
hierarchies of power.   
 I too, in this thesis, have invoked concepts of marginality and 
transgression, resistance, and conflicts of local versus global.  I chose to do so not 
only because these concepts entail sexy vocabulary, but also because I felt that 
these ideas best translated the experience of my informants to an audience far 
removed from the texture of their lives.  But ultimately, as an ethnographer, the 
question becomes, how do my informants perceive these same issues?  What does 
power and empowerment mean to my informants?  How do they consider their 
relationship with and to the state?  Do they consider themselves to be powerful?  
These questions hold a particular weight in investigating post-Soviet spaces, 
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where the legacy of an authoritarian system continues to leave individuals feeling 
disempowered, and ‘civil society’ remains an unrealized political catchphrase.   
 The salience of this topic was revealed to me when I sat down to write a 
summary of this thesis in Russian: I realized that even the translation of the title 
was problematic.  The English word power does not translate directly into 
Russian; explaining the concept of local power or grassroots organizing in 
Russian is a quagmire of non-meanings35. Especially in colloquial usage, that is, 
in the vocabulary of my informants, Russian notions of power are multiple, and 
tend to be more explicitly tied to notions of authority and force than the 
contemporary usage of the English word.  While political power is usually 
translated as vlast’, this notion of power is by definition agentive, and, 
furthermore intrinsically describes an authority that is bureaucratic in nature.  
Thus, the phrase ‘local power’ (as in my title) can only refer, for example, to a 
regional administration, that is, a local arm of the state.  Likewise, there is no 
word for empowerment in Russian; while some dictionaries list the verb 
upolnomochivat’ as a possible translation, this verb can also be translated as 
‘authorization’ and is therefore 1) indicative of an agentive granting of power, and 
2) connected to a perfective and complete event.  Not surprisingly, my informants 
did not use any of these words to describe their experience.   
 However, some dictionaries, in extended entries, also translate the English 
word power as sila –strength—and vozmozhnost’—ability, possibility, or capacity 
                                                
35 Perhaps closest is the word deiatel’nost’ (деятельность), which is invoked in much of the 
Russian language writing on the subject of disability support services, but has no direct English 
translation.  Depending on context, this noun my be translated as activities, agency, workings, 
energies, function, work, operations (www.multitran.org), and generally implies a set of actions 
toward the common agenda of a group of people. 
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(Katzner 1984: 267; Russko-Angliski Slovar’).  The notion of power as energy, 
particularly in the electrical sense is also mentioned.  These are all words that my 
informants use often.  My informants do not consider their actions to be in the 
same taxonomy as state power.  Their struggles, to them, represent possiblity—
their capacity to create change, achieve outcomes, and seize oppurtunities—and, 
strength (sila) and will (volya)—or their ability to muster a personal strength to 
perservere in the face of great odds.  Many of my informants' descriptions of the 
daily challenges that they face return to questions of sila.  Sophia, in her writings 
describes the desperation that she felt during her son’s early childhood, and states, 
“This feeling charged in me such a strong energy that I carry it with me to this 
day.”36   
In Chapter Two, I described the manner in which state services and 
cultural attitudes limit vozmozhnosti (possibilities) for mothers of children with 
disabilities.  In Chapter Three, I discussed the notion of the Semiotic Self, which 
is intrinsically linked to a reimagining of personal possibilities, particularly, as 
Rogers and Swadener write, “what a self-like-me can be”.  On the ground, my 
informants struggled to imagine what vozmozhnosti the future might hold for 
mothers like them and for their children.  In Chapter Four, I demonstrate the 
manner in which these women rejected available but insufficient resources for the 
care of their children and themselves, and, gathering all of their sila and volya in 
the face of great obstacles, set out to build new paradigms of possibility, looking 
beyond the structures of state authority for solutions.  Unable to be deterred, these 
                                                
36 Я кричала внутри себя: «Это не правда!»  И это я повторяла многие годы.  Это чувство 
зарядило меня такой сильной энергией, которую я несу в себе до сих пор. 
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women took the possibilities contained in cultural constructions of the women’s 
collective and the motherhood role, and used these discourses to their own 
advantage.   
The Chrysalis Zhenski Kollektiv may not have a word for the notion of 
empowerment, but, above all, they know that the greater your personal strength 
(sila) and will (volya), the broader your range of possibilities (vozmozhnosti).  
Ultimately, their story becomes one of “to, shto mozhno delat’”, “that which can 
be done” considering the circumstances, resources, and the relationship of the 
women to state structures of power.   Fundamentally, due to their child’s 
invalidnost’, they were excluded from the state on two levels: first, in terms of 
symbolic citizenship, in that both their own capacity to work, and their 
contribution to the future of the nation were called into question, and, second, in 
terms of practical support, wherein the state did not provide services that 
considered the needs of these women or others in their position. As a result, they 
sought solutions to local problems on an international level, despite extremely 
limited access to foreign resources.  In effect, they use one symbolically valuable 
trope, that of motherhood, to overcome the cultural stigma of parenting a disabled 
child, and, in doing so, claim civil rights in terms of practical support. They 
engage in a transnational exchange of ideas circumventing the state.   
In examining this case we witness a reconfiguration of the manner in 
which individuals interact with institutions in the post-Soviet sphere.  Like much 
in the post-Soviet realm, it is not without irony.  Where the Soviet mode of life 
include a top-down model of decision-making, that is, from the five-year plan to 
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collectivization, the allocation of resources, plans for the future, were made on a 
national level.  The individual engaged in very little public activity that was not 
state planned and state sanctioned.  Citizenship, thus, existed directly: the ties 
between the individual and the state were not intersected by employers and 
corporations; organizations were either public or illegal.  Therefore, one of the 
consequences of the collapse of communism in the former Soviet Union, is the 
reconfiguration of individual personhood relative to the state.  In particular, this 
entails the establishment of a locally-controlled, public space.  Where the home 
was once the private sphere, the women were therefore the rulers of the only 
space that was not controlled by the state, and could thus, on a theoretical level, 
be perceived as more capable of translating previously local activities and 
decision-making—that is the unrecognized labor of the home and of 
childrearing—into local public enterprise.  Above all, what the story of the 
women of Chrysalis describes is the quest for a space that is both public and not 
subject to top-down decision-making.  Where the institutions of the Soviet Union 
failed, and the apparati of healthcare and social services continue to fail to meet 
the needs of these women, even fifteen years after a purported move toward 
democratization, these women continue to struggle to claim a space that is locally 
operated.   
The mothers of Petrushka Junction—at least, the six-odd women who 
became my key informants—had been raised in a system of thought, that is the 
Soviet system, which did not allow for personal action in a public sphere that was 
not for the state, or, for the good of the collective.  What becomes interesting is 
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the manner in which these women restructure their notions of community, and the 
language of Soviet work, to serve their own needs, that is, to make their culture 
work in their best interest.  James C. Scott, in his work Weapons of the Weak: 
Everyday forms of Peasant Resistance (1985), examines the interactions between 
peasants (the disenfranchised) and landowners (the powerful) in a Malaysian 
village.  Most significantly, Scott addresses power relations between these two 
groups, which are comprised of a very subtle set of rules and resistances. Where 
all too often, Scott writes, the bulk of attention regarding the resistance efforts of 
the “subordinate classes” are focused on revolutions (for instance, all major 
newspapers carry stories of the democratic transformation unfolding in the 
Ukraine), in reality, resistance is a quiet process that occurs largely unnoticed. 
“Most subordinate classes are, after all, far less interested in changing the larger 
structures of the state and the law than in what Hobsbawm has appropriately 
called “working the system… to their minimum disadvantage.”” (Scott 1985: xv)  
Indeed, this is precisely the strategy of my informants, worlds away from 
Malaysia.  And, like those described by Scott, the Chrysalis collective seeks to 
utilize common symbols to their greatest advantage in negotiations with those 
who hold offices of authority.  Taking an example from Scott,  
 
For a moment, let us try to ground this insight in a particular example 
from Sedaka with which we are familiar: the relationship between 
Hamzah and his frequent employer, Haji Kadir.  Hamzah knows that 
Haji Kadir is in a position to provide him with, say, work or a loan 
against future wages.  He also knows that Haji Kadir and others like 
him have typically described such actions in terms of help or 
assistance.  Hamzah then uses this knowledge to pursue his concrete 
ends; he approaches Haji Kadir using all the appropriate linguistic 
forms of deference and politeness, and requests his “help” and 
“assistance.”  In other words, he appeals to the self-interested 
description the Haji Kadir would give to his own acts to place them in 
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the most advantageous light.  We know enough about Hamzah to 
gather that this is more or less what actually goes through his mind.  If 
he wins he achieves his desired objective (work or a loan) and in the 
process he contributes willy-nilly to the public legitimacy of the 
principles to which he strategically appealed.  Just who is manipulating 
whom in this petty enterprise is no simple matter to decide.  It is best 
seen, perhaps, as a reciprocal manipulation of the symbols of 
euphemization. (Scott 1985: 309).   
 
Actually, the situation in Petrushka Junction differs quite significantly: Sophia is 
in no way polite in her interactions with the regional administration—she is 
indignant and forceful when what she considers her right is denied to her, or when 
a promise, such as a meeting with the man in charge of deeds, is broken.  But the 
important connection is the manner in which both Hamzah and Sophia use 
symbols and language of the dominant discourse to achieve their own ends.  
Sophia considers herself a mother: as we know, the position of motherhood is the 
repository of great cultural respect.  But, because she is the mother of a disabled 
child, and because her regional location limits her access to certain rights, she 
must demand these rights.  By couching her argument in terms of her commitment 
to motherhood, she manipulates the hegemonic ideology, which then must reward 
her for her efforts as mother. 
Alexei Yurchak brings an additional perspective to the question of 
individual and local agency in Soviet and post-Soviet spaces.  Arguing that 
although the Soviet system seemed, to its citizens, 'permanent’ and ‘immutable’, 
its collapse a complete and unexpected surprise, the people on the street found 
themselves surprisingly able to cope with a drastically changed world  (Yurchak 
2006: 1-2).  In part, he attributes this capacity to continue life unfazed, as the 
regime crumbled around them, to the Soviet citizen’s accustomedness to finding 
agency in ambiguity, to claiming autonomy in the interstices, and, generally, 
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talking the talk of the Soviet state, while simultaneously embedding within this 
official language subversive meanings.   
Yurchak notes that Soviet socialism has been constructed in academic and 
political discourse largely in binary terms, as an oppositionary force to Western 
democracy and capitalism. He notes: 
 
the use of binary categories to describe Soviet reality such as 
oppression and resistance, repression and freedom, the state and the 
people, official economy and second economy, official culture and 
counterculture, totalitarian language and counterlangauge, public self 
and private self, truth and lie… in the most extreme examples of this 
discourse, Soviet citizens are portrayed as having no agency: in this 
portrayal, they allegedly subscribed to ‘communist values’ either 
because they were coerced to do so or because they had no means of 
reflecting upon them critically. (2006: 5)  
 
Yurchak asserts that such assumptions undermine the subtleties of Soviet 
life, by seeming to assert that free speech must exist for individuals to have free 
expression.  That is, Soviet citizens may have found agency even in the use (and 
misuse) of official terminology37.  Yurchak closes his work with the following 
statement about the citizens of the glasnost’ era: “They still avoid relating to the 
Russian state and its institutions and laws, at the level of constantive meaning 
only, turning to the principle of the performative shift to render many of their 
activities invisible to, or misrecognized by, the state.  However problematic this 
persistent relationship with the Russian state is, the hopes of Russia’s future may 
lie precisely in these people’s continuing deterritorialization of all state attempts 
to control authoritative rule and meaning” (Yurchak 2006: 298).  Yurchak’s 
description of the manner in which “the last Soviet generation” interacts with 
                                                
37 For example, see his discussion of stiob (2006: 249-273), a peculiar brand of Soviet sarcasm or 
irony, that involved an over-exaltation of official symbols, and a recontextualizing of over-
determined symbols to produce an effect of irony (that is, humor). 
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authoritative state structures indeed applies to the Zhenski Kollektiv at Chrysalis.  
And his closing thoughts echo my own.   
As Westerners have attempted to involve themselves in third-sector efforts 
to rebuild post-Soviet societies, to contribute to establishing democracy and civil 
society, there has been a tendency to ignore the subtleties of already present 
tactics of claiming agency.  Where Russian writings on the topic of deti-invalidy 
emphasize a need for social services that target whole families, and create 
gathering spaces for these families, as well as inclusion opportunities for children, 
Western, English language writing has tended to focus on deinstitutionalization, 
or improving conditions within institutions, that is, focusing on breaking down 
authoritarian structures rather than exploring creative alternatives.  The 
deiatel’nost’ or agenda and actions, of my informants indicate that more attention 
should be paid by those posing policy recommendations and aid appraisals to 1) 
spaces that may be structured outside of the state, 2) the subtle and culturally-
specific manner in which Russians deploy official language, 3) and the capacity 
of the average Russian to access international information and resources.  At root 
in this is the issue of epistemology—those who hold the resources are assumed to 
hold the knowledge, when, in fact, communities on the ground may be far more 
adept at finding possibility in their own circumstances than could outsiders.  
Likewise, these outsider heavyweights are assumed to be agents of change, when, 
in fact, metamorphosis and empowerment occur quietly, by women bearing the 
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of usage Connotations and variations 




Utilized in common lexicons and 
government/social service discourse.  
Thus carries the connotation of 
someone who is unable to work in full 
capacity and dependant on government 
aid. 
Dyeti-invalidi is a social service 
descriptor for disabled children note the 
hyphenated nature of the identity, 
which is indicative of an over-
determined signifier, in which the 
individual cannot be separated from the 
disability.   




Rooted in religious usage, notably the 
work of Dostoevsky, this phrase 
references the Orthodox belief that the 
mentally abnormal were closer to 
Christ.  Highly positive connotations. 






Principly connotes physical 
impairment; although this word is still 
occasionally used, it has largely been 
surpassed in usage by invalid, which 
was adopted by the Soviet social 
service system.  Negative associations 
with this phrase have increased over 
time; conjures images of impaired 





















(or child) with 
delayed 
development 




This language is drawn directly from 
international human rights discourse.  
They appear, particularly from roughly 
the year 2000 onward, alongside the 
word invalid in certain forums that seek 
to a) appeal to a cosmopolitan 
sensibility by using proper and worldly 
language (e.g. Formenko 2006), or, b) 
by advocates who seek to bring Russian 
discourses toward a Western model 
(e.g. Vozhaeva 2002). 
These descriptions are almost always 
used in the plural.  They refer to 
categories of people, whereas 
















(adj) Ill, unwell, 
unhealthy, sick.  
Also, bad, as in bad 
heart, bad leg 
Used by mothers to describe their own children, 
particularly when discussing diagnoses and 
interactions with the medical apparatus.  “It is 
because I have a bolnaya rebyata”   The word 
functions as a casual adjective that indicates a 
child’s impairment when it is relative to a 
conversation, without applying the stigmatizing 
language of diagnosis.  It may also be used to 
indicate a time period when there was a child was 
especially in need of care: “Lena was bolnoj, so I 
stayed home with her.” 
Наши дети Nashi dyeti “our children” Used by mothers who worked at Chrysalis to 
refer to all the children in the school.  The word 
nashi in Russian carries the affirmative 
connotation of ‘those who are included’ i.e., 
opposed to strangers or outsiders.  In practice, 
this phrase allowed the women to speak of the 
children in the school, or more abstractly, about 
children like those in the school, without 







Used in official discourse, particularly when 
discussing the offical categorization of Chrysalis, 
“Center for the Rehabilitation of Child-Invalids,” 
and speaking with administrative figures about 
funding.  The word implies total inability: Sophia 
once argued against accusations of falsifying the 
number of dyeti-invalidi in the school (based on a 
the observation of an administrator that the 
children in the school looked “too healthy” to be 
considered invalids) by stating, “We do not have 
chistiye (pure) invalids here!”. 
The phrase is also used by way of explanation in 

















Along with other terminology that is derived 
from conscious translations of human rights 
discourses, these words remain largely foreign to 
the women of Chrysalis.  Indicating that the 
terminology has come from outside, and from 
what is perceived by my informants to be the top 
down, they reserve the use of such language for 
official contexts, in which it is considered 
appropriate.  In the private and local spheres, 
they consider this language to be lacking in the 
feeling and personal connection that they feel 
toward the children.  As a result, these phrases 
are used in the plural form (as a less stigmatized 
alternative to invalidi) when discussing the 
population that the school serves in official or 
promotional forums, including: meetings with the 
other teachers and professionals from the region, 
by Sophia in newspaper interviews, and in 
publicity materials that Sophia has begun to 
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